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In  conclusion: 


This  was  a  stimulating  Conference.  We  heard  from  the  delegates  about  the  work  which  is  carried 
out  for  the  deaf-blind  in  their  respective  countries. 

Jozef  Mendrun  prepared  a  detailed  analysis  of  the  responses  to  the  questionnaire.  This  shows  that 
services  are  quite  well  established  in  some  countries  but  other  countries  can  offer  little  or  no  help 
to  their  deaf-blind  citizens.  The  former  should  offer  help  and  advice  to  the  latter. 

While  voluntary  organizations  have  a  part  to  play  in  providing  services  to  deaf-blind  people. 
Governments  should  make  funds  available  for  this  work,  where  this  is  not  already  being  done. 
Some  countries  have  education  programmes  for  deaf-blind  children  but,  too  often,  there  is  no 
continuing  support  when  the  children  leave  school.  This  is  particularly  necessary  in  the  case  of  the 
multi-handicapped  deaf-blind. 

We  thank  Jozef  for  his  brilliant  report,  this  has  revealed  weaknesses,  a  few  of  which  I  have 
mentioned  above. 

Technology  is  helping  to  solve  the  problem  of  communication  for  some  deaf-blind  people. 
Devices  should  be  more  widely  available,  but  because  they  are  fairly  complicated,  efforts  should 
be  made  to  simplify  them  or  simplify  their  use  so  that  they  can  be  used  by  the  less  able  deaf-blind. 
Devices  can  also  help  deaf-blind  people  in  daily  living  and  must  not  be  forgotten.  Equipment 
should  also  be  developed  to  provide  information  to  those  deaf-blind  people  who  cannot  read 
braille.  Technical  aids  should  at  least  be  paid  for,  in  part,  by  the  State.  Research  should  be 
encouraged  for  aids  that  could  improve  the  quality  of  life  for  deaf-blind  people.  Files  of  such 
devices  should  be  kept  in  each  country.  When  they  are  of  use,  devices  that  are  available  in  shops 
should  be  made  available  to  the  deaf-blind.  The  attraction  of  such  commercially  available  aids  is 
that  they  will  usually  be  much  cheaper  than  those  specially  manufactured  for  deaf-blind  people. 

Many  countries  provide  good  homes  for  those  that  are  deaf-blind,  but  other  needs  of  the 
deaf-blind  may  be  neglected.  Deaf-blind  people  have  minds  that  need  stimulation.  Efforts  should 
be  made  to  ensure  deaf-blind  people  can  fulfil  their  legitimate  ambitions  and  pursue  and  develop 
their  interests.  The  wishes  of  deaf-blind  people  should  be  consulted  at  all  times. 

Money  is  necessary  to  meet  the  needs  of  deaf-blind  people,  but  people  are  essential.  More  willing 
people  should  be  trained  to  help  the  deaf-blind  live  as  normal  a  life  as  possible.  Clubs,  outings, 
holidays  are  good  but  the  deaf-blind  need  regular  help  at  home  and  in  their  daily  lives.  This  can  be 
provided  by  a  regular  visitor  to  the  deaf-blind  person's  home.  It  is  important  that  the  visits  are 
regular,  they  should  take  place  at  least  once  a  week  and  more  often  where  necessary.  This  help 
will  provide  continuity  and  stability  in  the  deaf-blind  person's  life.  Such  visitors  would  provide 
help  in  those  aspects  of  life  with  which  a  deaf-blind  person  cannot  cope  alone. 


CHAIRMAN 


DECLARATION 


THE  SECOND  EUROPEAN  CONFERENCE  OF  DEAF-BLIND  PEOPLE, 
LONDON,  UNITED  KINGDOM,  22-27  OCTOBER,  1988 


1.  THE  DECLARATION  OF  THE  FIRST  EUROPEAN  CONFERENCE  OF  DEAF-BLIND  PEOPLE, 
GOTHENBURG,  SWEDEN,  3-5  JUNE,  1985  IS  VALID  AND  SHOULD  BE  ACTIVATED. 


2.  DEAF-BLIND  PEOPLE  HAVE  THE  SAME  RIGHTS  AS  OTHER  CITIZENS. 


3.  DEAF-BLIND  PEOPLE  HAVE  DIFFERENT  PROBLEMS  THAN  MOST  OTHER  MEMBERS  OF 
SOCIETY  AND  DUE  TO  THAT  WE  NEED  SPECIAL  SERVICES. 


4.  IT  IS  THE  GOVERNMENTS  RESPONSIBILITY  TO  IDENTIFY  DEAF-BLIND  PEOPLE,  AND  TO 
PROVIDE  RESOURCES  AND  ADEQUATE  LEGISLATION  IN  SUPPORT  OF  DEAF-BLIND  PEOPLE. 


5.  IN  ORDER  THAT  ALL  DEAF-BLIND  INDIVIDUALS,  OF  ALL  AGES  AND  ABILITIES,  CAN  ATTAIN 
THE  SAME  LEVEL  OF  ACCESS  TO  THEIR  COUNTRIES'  RESOURCES  WE  ASK  THAT  THE 
GOVERNMENTS  OF  THOSE  COUNTRIES  MAKE  PROVISION  FOR  A  FULL  TIME  PROFESSIONAL 
AND  PAID  INTERVENTION  SERVICE.  PROVISION  FOR  ASSISTIVE  AIDS  TO  COMMUNICATION 
AND  ACCESS  TO  INFORMATION  FOR  ALL  DEAF-BLIND  PEOPLE  SHOULD  ALSO  BE  MADE. 


6.  SUPPORT  MUST  BE  GIVEN  TO  SETTING  UP  BODIES  (WITHIN  OR  OUTSIDE  THE  EXISTING 
ORGANIZATIONS)  SPECIFICALLY  DESIGNED  TO  WORK  AND  LIAISE  FOR  THE  BENEFIT  OF 
THE  DEAF-BLIND.  IT  IS  CRUCIAL  THAT  THE  DEAF-BLIND  PEOPLE  THEMSELVES  SHOULD 
HAVE  A  MAJOR  ROLE  ON  THESE  BODIES.  GOVERNMENTS  SHOULD  SUPPORT  THE 
ORGANIZATIONS  —  AND  PROVIDE  ADEQUATE  RESOURCES  FOR  THEIR  WORK. 


7.  STATISTICAL  DATA  ON  THE  DEAF-BLIND,  INFORMATION  ABOUT  THEIR  CURRENT 
NEEDS  AND  POTENTIAL,  AND  THE  MEANS  OF  SATISFYING  THEM  SHOULD  BE  COLLECTED 
AND  MADE  AVAILABLE  THROUGHOUT  EUROPE.  THE  EUROPEAN  COMMISSION  ON 
ACTIVITIES  FOR  THE  DEAF-BLIND  SHOULD  CONSIDER  TAKING  THAT  RESPONSIBILITY 
UPON  ITSELF.  THE  COMMISSION  SHOULD  ALSO  CONSIDER  HOW  A  SPECIALIZED 
TEAM  FOR  TECHNICAL  AIDS  FOR  DEAF-BLIND  PEOPLE  IS  TO  BE  SET  UP. 


8.  THE  COMMITTEE  RECOMMENDS  THAT  THE  EUROPEAN  COUNTRIES/THE  EUROPEAN 
BLIND  UNION  BOARD  SHOULD  RE-CONSIDER  THE  POSSIBILITY  OF  ACCEPTING  THE 
DEFINITION  OF  DEAF-BLINDNESS  ELABORATED  BY  THE  COMMISSION. 
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THE  EUROPEAN  DEFINITION 
OF  DEAF-BLINDNESS 
AS  SUBMITTED  TO  THE 
EUROPEAN  BLIND  UNION 


A  person  is  Deaf-Blind  when  he/ she  has  a  severe  degree  of 
combined  visual  and  auditory  impairment  resulting  in  extreme 
communication,  information  and  mobility  problems. 

Deaf-blindness  is  a  handicap  presenting  other  difficulties  than 
those  caused  by  blindness  or  deafness  alone. 

Accordingly,  a  deaf-blind  person  needs  special  facilities  to 
overcome  these  difficulties  in  daily  living,  and  in  education,  work 
and  social  activities. 


★  ★★★★★★★★★★ 


Patrick  Murphy 
Chairman 

European  Commission  on  Activities  for  the  Deaf-Blind 
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Patrick  MURPHY 

CHAIRMAN 

UNITED  KINGDOM 

Welcome  to  the  Second  European 
Conference.  I  hope  you  will  enjoy  your 
visit.  I  ask  you  to  remember  that  we  also 
have  serious  business  to  discuss. 

In  each  Country  of  Europe  the  deaf- 
blind  are  a  small  group.  It  can  be  hard  to 
obtain  services  and  help  for  deaf-blind 
people.  Most  Countries  have  some 
special  knowledge  on  the  subject  of  deaf¬ 
blindness.  It  is  a  good  idea  for  deaf-blind 
people  from  the  Countries  of  Europe  to 
meet  and  share  this  knowledge.  We 
should  also  share  information  about 
technical  advances  that  can  help  the  deaf- 
blind,  service  provision  for  deaf-blind 
people  in  each  country,  and  methods  of 
teaching  deaf-blind  children  and  adults. 
By  sharing  this  knowledge,  and  working 
together,  we  can  be  united,  and  speak 
with  a  louder  voice  to  our  governments. 

An  important  matter  for  us  to  discuss  is 
a  definition  of  deaf-blindness  that  will  be 
acceptable  to  countries  of  Europe. 

We  have  prepared  a  programme  of 
short  lectures  which  we  hope  you  will  find 
useful  and  interesting.  There  is  also  a 
programme  of  entertainment  and  places 
of  interest  to  visit.  I  hope  you  will  enjoy 
the  leisure  activities  also. 

Dr  Robert  Smithdas  regrets  that  he  is 
unable  to  attend  this  Conference  because 
of  previous  commitments  but  "sends  his 
warmest  greetings  to  all  friends  and  best 
wishes  for  a  successful  and  happy  meeting 
in  Europe". 

Let  us  work  together  for  the  benefit  of 
all  deaf-blind.  With  help  many  deaf-blind 
can  learn  to  live  happy  and  useful  lives. 
Let  us  see  that  each  deaf-blind  person  has 
this  opportunity. 


Marjorie  HENHAM-BARROW 

CHAIRMAN 


NATIONAL  DEAF-BLIND 
LEAGUE 

It  is  my  very,  very  pleasant  task  this 
morning  to  welcome  you  to  the  League 
and,  of  course,  to  our  Country. 

We  are  particularly  happy  to  be  able  to 
have  you  with  us  in  this  particular  year 
because  we  are  celebrating  our  Diamond 
Jubilee.  Which  in  plain  parts  means  that 
we  have  been  working  for  60  years  for  it 
was  as  long  ago  as  1928  that  a  handful  of 
deaf-blind  and  sighted  people  got 
together  to  try  and  improve  the  lot  of 
people  with  the  dual  handicap.  We  have 
68  delegates  here  in  residence  from  17 
Countries  and  we  also  have  2  observers 
and  these  numbers  will  be  increased  each 
day  by  people  who  are  coming  in  for 


special  sessions. 

You  will  be  discussing  the  multi¬ 
various  problems  of  the  deaf-blind, 
looking  at  their  expanding  needs  and 
expectations  from  the  Organizations  who 
exist  to  help  them  take  their  rightful  place 
in  the  World  today. 

You  know,  I  always  think  at  gatherings 
of  this  kind  that,  as  much  as  we  may  learn 
from  all  the  very  good  speakers,  you  as 
the  delegates  contribute  enormously.  It  is 
what  you  are  able  to  discuss  at  meal  times 
and  among  yourselves  as  the  week 
develops  that  can  make  such  a  mark  on 
the  proceedings. 

I  wish  you  well.  I  repeat  how  delighted 
we  are  to  see  you  all,  and  remember  all  of 
you  that  curious  phrase  we  have  in 
England  "that  all  work  and  no  play  makes 
Jack  a  very  dull  boy!". 

So  get  out  and  enjoy  yourselves  as 
much  as  you  can,  if  there  is  time. 

Thank  you. 
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Horst  STOLPER 

EUROPEAN  BLIND  UNION 

My  name  is  Horst  Stolper.  I  am  from  the 
Federal  Republic  of  Germany.  I  am  the 
Treasurer  of  the  European  Blind  Union. 
My  special  relationships  with  the  work 
for  the  deaf-blind  and  this  European 
Conference  on  Services  to  the  Deaf-Blind 
is  such  that  I  serve  as  the  Board 
representative  on  the  EBU  Commission 
on  Activities  of  the  Deaf-Blind,  which  is 
chaired  by  Patrick  Murphy. 

Today  I  have  the  honour  to  convey  to 
you  the  warmest  greetings  of  the  board  of 
the  European  Blind  Union  and  specially  of 
its  President  Mr  Arne  Husveg,  and  to 
welcome  you  as  participants  to  this 
conference.  I  should  like  to  extend  my 
sincerest  thanks  to  all  who  have  prepared 
this  conference  and  those  who  help  in  its 
realization.  The  European  Blind  Union  has 
promoted  this  conference  through  the 
provision  of  funds.  It  will  also  continue  to 
provide  advice  and  material  assistance  for 
the  work  carried  out  by  the  deaf-blind  in 
Europe. 

In  the  next  few  years  the  European 
Blind  Union,  with  support  from  the 
Commission  on  Activities  of  the  Deaf- 
Blind  and  its  member  countries,  will  be 
tackling  two  matters:  The  creation  of  a 
Unified  Manual  for  the  deaf-blind,  and  the 
provision  of  travel  concessions,  particu¬ 
larly  on  aeroplanes.  In  this  case,  however, 
we  must  not  cherish  illusions;  both 
matters  will  require  much  work  and 
patience.  You  will  be  aware  that  the 
European  Blind  Union  has  achieved  free 
travel  for  the  guide  of  the  blind  person  on 
railway  networks  in  most  European 
countries.  Regarding  air  travel,  negoti¬ 
ations  are  more  complicated,  because  it  is 
necessary  to  negotiate  with  the  individual 
airlines  and  the  umbrella  organization. 
The  fact  that  in  some  countries 
concessionary  fares  are  available  for  blind 
and  deaf-blind  people  on  domestic  flights 
does  not  make  it  easier  to  reach  an 
agreement.  The  European  Blind  Union 
will  continue  its  efforts  towards  travel 
concessions  on  aeroplanes  with  persever¬ 
ance  and  tenacity. 

I  wish  this  conference  good  progress 
and  the  best  of  success. 


Duncan  WATSON 

PRESIDENT 

WORLD  BLIND  UNION 

I  am  very  happy  indeed  that  my  first 
official  engagement  as  President  of  the 


World  Blind  Union  is  to  attend  this 
morning  the  opening  of  this  Second 
European  Conference  on  Services  to 
Deaf-Blind  People  and  to  bring  you 
greetings  from  the  World  Blind  Union 
and  best  wishes  for  a  successful  outcome 
to  your  deliberations. 

I  am  particularly  happy  to  be  here  this 
morning  for  four  reasons.  First,  because 
this  Conference  marks  the  Diamond 
Jubilee  of  the  National  Deaf-Blind  League 
of  the  United  Kingdom  and  this  gives  me 
an  opportunity  to  pay  a  public  tribute  to 
the  excellent  work  which  the  League  has 
done  for  deaf-blind  people  in  the  United 
Kingdom. 

Second,  this  Conference  is  being  held 
under  the  auspices  of  the  European  Blind 
Union.  It  seems  to  me  to  be  extremely 
important  that  organizations  of  and  for 
blind  people  and  deaf-blind  people  should 
work  together  whenever  and  wherever 
possible. 

Third,  this  Conference  is  being  held 
with  some  financial  support  from  the 
Royal  National  Institute  for  the  Blind 
which  gives  me,  as  Chairman  of  that 
Organization,  very  real  pleasure. 

And  finally,  this  Conference  gives  me  a 
chance  to  say  how  important  work  for 
deaf-blind  people  is  regarded  by  both  the 
World  Blind  Union  and  European  Blind 
Union.  I  hope  that  during  my  Presidency 
the  needs  of  deaf-blind  people  and  the 
needs  of  blind  people  in  developing 
countries  will  be  given  the  highest 
priority. 

I  am  very  sorry  to  say  that  at  our 
Second  General  Assembly  in  Madrid  last 
September,  deaf-blindness  did  not  feature 
at  all.  No  representative  from  the 
Standing  Committee  on  Activities  for 
Deaf-Blind  People  came  to  Madrid  and 
Mr  Smithdas's  report  was  not  received 
until  well  after  the  Assembly  had  ended. 

Friends,  we  must  together  see  to  it  that 
such  a  state  of  affairs  does  not  happen 
again.  To  this  end,  Mr  Smithdas  having 
indicated  his  intention  to  resign  as 
Chairman  of  your  Standing  Committee, 
we  have  appointed  Mr  Stig  Ohlson  of 
Sweden  to  take  his  place,  and  I  know  you 
will  all  be  pleased  about  this.  He  will 
shortly  be  submitting  his  suggestions  as 
to  those  deaf-blind  people  who  will  serve 
on  the  Committee  for  the  next  four  years 
under  his  guidance.  In  addition  I  think  you 
probably  all  already  know  something 
about  the  Fourth  Helen  Keller  Conference 
on  Services  for  Deaf-Blind  People  which  is 
due  to  be  held  in  Stockholm  between  the 
28th  September  and  the  3rd  October 
1989  on  the  theme  of  "Communication  at 
all  levels". 

Stig  Ohlson  asked  that  this  Conference 
should  be  adopted  by  the  World  Blind 
Union  and  the  initial  invitations  should  go 
out  under  my  name.  I  can  tell  you  all  now 


that,  subject  to  arranging  some  points  of 
details  with  Stig,  his  request  will  be 
acceded  to  and  that  it  will  be  a  matter  of 
pride  for  the  World  Blind  Union  to 
sponsor  such  an  important  gathering. 

I  very  much  hope  that  it  will  herald  a 
period  of  much  greater  activity  both  at 
World  and  European  level  to  improve  the 
quality  of  life  and  the  social  integration 
for  those  people  who  suffer  the  dual 
handicap. 

May  I  close  my  few  remarks  by  again 
wishing  you  all  an  enjoyable  and 
successful  Conference  here  in  London.  I 
hope  you  will  make  a  point  of  letting  me, 
as  President  of  the  World  Blind  Union, 
have  copies  of  all  the  Resolutions  which 
you  pass  and  I  hope  that  in  my  capacity  as 
Chairman  of  the  Royal  National  Institute 
for  the  Blind  you  will  also  let  me  have  a 
brief  report  of  the  Conference  for 
inclusion  in  the  New  Beacon.  The  greater 
the  publicity  which  our  deliberations  here 
receive,  the  better. 

Thank  you  all  very  much. 


Jozef  MENDRUN 

POLAND 

EUROPEAN  DEAF-BLIND 
SURVEY 

The  questionnaire  on  the  Deaf-Blind  in 
Europe  sent  by  the  European  Committee 
on  Services  to  the  Deaf-Blind  in  1987  and 
1988  was  answered  by  15  countries.  Two 
countries  sent  their  answers  in  after  the 
data  had  been  analyzed.  Thus,  ten 
member  countries  of  the  European  Blind 
Union  did  not  respond.  Answers  came 
from  Associations  of  the  Blind, 
Associations  of  the  Deaf-Blind,  Organiz¬ 
ations  and  Institutions  for  the  Deaf-Blind, 
and,  in  one  case,  from  the  Deaf  Society. 

1.  Criteria  by  which  people  are 
considered  deaf-blind  differ  widely. 
Functional,  medical  and  mixed,  func¬ 
tional-medical,  criteria  are  in  use. 
Functional  criteria  are  the  most  common, 
notably  the  Nordic  definition  and  in 
individual  cases,  definitions  of  the  World 
and  European  Committees  on  Services  to 
the  Deaf-Blind.  Some  countries  adopt 
their  definitions  officially,  while  others  use 
customary  definitions.  Some  countries  use 
several  definitions  at  the  same  time. 
Sometimes  one  definition  is  applied  to 
children  and  another  to  adults.  The 
general  impression  is  that  definitions 
differ  widely,  their  precision  is  small,  and 
functional  definitions  tend  to  be  the  most 
common. 
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2.  The  system  of  data  collection  on  the 
deaf-blind  takes  the  form  of  either  country 
or  local  registers  or  it  does  not  exist.  In 
some  cases,  it  has  an  official  state-level 
status.  More  commonly,  however,  the 
information  is  collected  by  different 
organizations  for  their  own  use.  Usually 
registration  is  voluntary.  Most  common¬ 
ly,  the  data  are  collected  by  the 
Associations  for  the  Blind,  the  Deaf-Blind 
Associations  and  by  the  Institutions  for 
the  Deaf. 

3.  Diversity  of  definitions,  not  uniform 
and  not  sufficiently  effective  data 
collection  procedures  contribute  to  the 
fact  that  data  on  the  deaf-blind  in  Europe 
are  approximate.  It  can  be  assumed  that 
the  number  of  the  deaf-blind  in  the 
countries  which  sent  in  their  question¬ 
naires  totals  between  13,000  and  19,000; 
this  means  that  there  are  between  5  and  8 
deaf-blind  individuals  for  each  100,000  of 
the  population.  If  these  ratios  were 
assumed  for  the  whole  population  of 
Europe,  the  number  of  the  deaf-blind  in 
this  part  of  the  world  would  be  between 
24,000  and  37,000.  These  estimates,  are 
based  on  the  highest  country  ratios  to 
locate  the  number  of  the  deaf-blind  in 
Europe  at  the  level  approximating 
100,000. 

4.  With  reference  to  the  age  composi¬ 
tion  of  the  deaf-blind,  it  can  be  said  that 
the  older  the  age  group,  the  higher  the 
number  of  the  deaf-blind.  Some  countries 
have  relatively  good  data  on  children, 
others  on  the  elderly  people.  This  may 
indicate  greater  emphasis  in  the 
respective  countries  on  specific  age 
groups  of  the  deaf-blind. 

5.  The  question  on  the  number  of  the 
congenitally  and  adventitiously 
deaf-blind  had  been  rather  badly 
formulated  and  this  produced  problems. 
But  also  a  more  basic  question  is  involved: 
what  should  be  meant  by  congenital  and 
adventitious  deaf-blindness?  The  amount 
and  type  of  the  data  provided  by  the 
questionnaire  did  not  allow  any 
generalization  on  this  issue.  And  yet,  it 
seems  that  the  problem  should  be 
examined  and  researched  upon,  in  view  of 
the  specific  needs  and  rehabilitation 
requirements  in  different  groups  of  the 
deaf-blind. 

6.  Answers  to  the  question  on  the  types 
of  rehabilitation  of  the  deaf-blind  indicate 
broad  diversity.  Countries  reported  on 
the  comprehensive,  basic  rehabilitation, 
on  training  in  communication  skills, 
orientation  and  mobility  skills,  daily 
living  skills  and  on  vocational  training. 
Also  psychological  and  social  rehabilita¬ 
tion  were  mentioned.  There  is  also  a  wide 
variety  of  rehabilitation  methods.  There 
are  reports  on  individual  rehabilitation 
programmes  for  the  deaf-blind  at  home, 


on  courses,  on  two  week  rehabilitation 
courses  in  nursing  homes.  Excursions  and 
clubs  are  mentioned.  The  questionnaire 
data  does  not  allow  to  know  how  intense 
are  the  different  types  of  rehabilitation  in 
particular  countries.  Thus  data  is  too 
scarce  to  conclude  on  rehabilitation  work, 
both  in  terms  of  its  organization  and 
contents.  The  issue  seems  to  deserve 
closer  examination. 

Rehabilitation,  habilitation  and 
education  of  the  deaf-blind  children  also 
differ  widely.  The  questionnaire  indicates 
rehabilitation  can  take  place  in  special 
centres  for  deaf-blind  children,  at  schools 
for  the  blind,  for  the  deaf  and  also  at 
schools  for  the  non-disabled  children. 
Rehabilitation  of  deaf-blind  children  in  the 
three  latter  types  of  schools  takes 
different  forms;  special  classes  for  the 
deaf-blind,  individual  educational 
programmes  at  schools  and  individual 
education  at  home,  organized  by  the 
schools.  The  questionnaires  inform  about 
different  forms  of  rehabilitation  of  deaf- 
blind  children  with  and  without  additional 
impairments.  The  data  provided  seems  to 
suggest  that  the  most  frequent  form  of 
rehabilitation  of  the  deaf-blind  children 
involves  their  education  in  the  Centres  for 
the  Deaf.  It  could  not  be  established, 
however,  if  it  was  a  casual  phenomenon, 
or  a  matter  of  educational  tradition,  or  if  it 
followed  from  adopted  concepts. 

7.  Eight  countries  provided  data  on 
employment  of  the  deaf-blind.  Employ¬ 
ment  statistics  and  the  information  on 
forms  of  employment  and  types  of  work 
are  far  from  satisfactory.  But  still  it  is 
evident  that  both  the  forms  of 
employment  and  types  of  jobs  represent  a 
broad  range.  Deaf-blind  are  both  waged 
or  salaried  workers  and  self-employed. 
They  do  simple  artisanal  jobs  but  also 
work  in  gardening,  trade  and  services,  do 
Braille  proof-reading  and  computer  work. 

8.  Data  on  social  facilities  and  benefits, 
e.g.  on  financial  concessions  were  given 


by  two-thirds  of  the  countries.  It  seems 
from  the  information  that  in  only  a  few 
countries  are  special  facilities  for  the 
deaf-blind  available.  This  applies  to 
transport,  communication  and  to  guide- 
interpreter  services.  The  majority  of  the 
countries  reported  that  deaf-blind  are 
eligible  to  the  same  social  and  financial 
benefits  and  facilities  as  other  groups  of 
disabled,  the  blind  in  particular.  Travelling 
concessions,  subsidized  guide-interpreter 
services,  tax  concessions  and  post  and 
telecommunication  concessions  are  listed. 
As  far  as  financial  benefits  are  concerned, 
disabled  pensions  and  allowances  are 
quoted.  Also,  mention  is  made  of  facilities 
and  concessions  for  obtaining  rehabilita¬ 
tion  equipment,  and  for  using  recreational 
and  medical  services. 

The  questionnaire  does  not  give 
definite  answers  to  any  of  the  questions. 
And  yet  the  following  conclusions  can  be 
drawn. 

1.  Organization  and  quality  of  services 
to  the  deaf-blind  in  Europe  differ  widely. 

2.  Only  a  small  proportion  of  the  deaf- 
blind  take  advantage  of  specialized 
services:  the  less  a  country  is  developed, 
the  smaller  is  the  number  of  the  deaf-blind 
who  profit  from  them  and  the  more 
limited  these  services  are. 

3.  Some  of  the  questionnaire  issues  need 
a  thorough  research  and  verified  patterns 
deserve  dissemination.  It  should  be 
worthwhile,  perhaps,  to  elaborate  and 
reproduce  several  models  of  various  types 
of  services  to  the  deaf-blind.  They  should 
be  adjusted  to  the  level  of  services 
provided  by  a  country  or  a  group  of 
countries. 

4.  Survey  conclusions  should  be  dealt 
with  in  detail  by  the  European 
Commission  of  Activities  for  the  Deaf- 
Blind. 

(A  fuller  version  of  the  report  is  available 
from  Patrick  Murphy  — UK.) 
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Wilhelmine  Von 
TRUSZCZYNSKI 

WEST  GERMANY 

HOW  ORGANIZATIONS  OF  THE 
DEAF-BLIND  MAY  BE  ESTABLISHED 
EITHER  INDEPENDENTLY  OR 
WITHIN  EXISTING 
ORGANIZATIONS -OF  THE 
BLIND  OR  DEAF 

The  problem  contained  in  my  topic 
appears  to  be  easily  answerable:  all  three 
forms  of  organizations  are  possible.  In  fact 
in  some  European  countries  there  are 
independent  organizations  of  the  deaf- 
blind  whilst  in  other  countries  the  deaf- 
blind  constitute  a  separate  group  within 
the  organizations  of  blind  or  deaf  people. 
Which  form  of  organization  of  the  deaf- 
blind  exists  in  a  given  country,  is  very 
often  a  matter  of  accidental  develop¬ 
ments.  The  point  to  be  made  here  is  which 
is  the  best  organization  to  use  our 
potentials  and  capabilities  for  putting  our 
legitimate  claims  to  government  and 
society  and  for  campaigning  for 
understanding  of  our  situation  and  for 
assistance. 

The  fact  that  in  all  we  do  we  are 
dependent  on  reliable  helpers  and  need 
more  help  than  the  deaf  and  the  blind, 
needs  not  to  be  specially  stressed  here. 
Given  enough  helpers,  we  are  able  to 
carry  out  good  and  successful  work  with 
them  for  the  benefit  of  the  deaf-blind  in  all 
three  forms  of  Organizations.  We,  who 
must  live  on  with  this  severe  disability, 
know  best  what  burdens  us  most,  which 


problems  should  be  given  priority,  and 
often  we  can  show  ways  how  to  do  this. 
Above  all  it  must  be  guaranteed  that  we 
can  share  in  the  responsible  work 
undertaken  by  the  organization  and  that 
we  can  decide  ourselves  on  own  matters. 
Basically  this  is  possible  in  all  three  forms 
of  organization. 

At  first  sight,  however,  a  separate 
organization  of  the  deaf-blind  people 
seems  to  be  advantageous  because  of  its 
independence.  Now,  thankfully  the 
number  of  deaf-blind  people  is  not  very 
large.  On  the  other  hand,  small 
organizations  do  have  two  major 
disadvantages.  Firstly,  in  most  cases,  their 
financial  basis  is  weak,  secondly,  it  is  very 
hard  for  them  to  attain  their  goals  in 
society,  and  to  influence  governments 
and  parliaments. 

The  inclusion  of  the  deaf-blind  within 
the  Organizations  of  the  deaf  is 
unsuitable,  if  only  because  of  communica¬ 
tion  problems. 

On  the  other  hand,  the  inclusion  of 
deaf-blind  people  within  the  Organiz¬ 
ations  of  the  blind  has  been  quite  a  success 
in  the  Federal  Republic  of  Germany.  They 
constitute  a  separate  group,  which 
handles  their  special  needs  and  concerns. 
For  the  attainment  of  their  goals,  they 
have  the  powerful  organization  of  the 
blind  people  and  its  connections  with  the 
government  and  parliament  at  the  back  of 
them.  This  kind  of  collaboration  has  given 
a  good  account  of  itself  over  the  past 
decades.  I  am  the  Commissioner  of  the 
board  of  the  German  Federation  of  the 
Blind  with  responsibilities  in  all  matters 
pertaining  to  the  deaf-blind. 


Pedro  Zurita  FANJUL 

HONORARY 
SECRETARY-GENERAL 
OF  THE  WBU 

I  regret  not  being  able  to  be  present  at 
your  Conference,  and  through  this 
written  message,  I  wish  to  convey  to  you 
my  sincerest  sympathy,  friendship  and 
willingness  to  co-operate. 

Your  group  has  done  a  marvellous  job 
in  promoting  the  sharing  of  views  and 
experience,  and  the  implementing  of 
better  programmes  and  policies  for  the 
deaf-blind  in  Europe.  Patrick  Murphy's 
enthusiasm  and  concrete  action  has  been 
instrumental  in  keeping  alive  the 
international  newsletter  for  the  deaf- 
blind. 

We  must  find  ways  together  to  carry 
out  a  more  energetic  action  at  world  level, 
and  to  ensure  that  there  is  better 
integration  of  your  activity  in  the 
activities  of  the  EBU  and  WBU. 

I  am  confident  that  the  WBU 
Committee  for  the  Deaf-Blind,  which  is 
now  being  reconstituted,  will  play  a 
leading  role  in  the  achievements  of  your 
goals,  which  are  our  goals. 

With  my  very  best  wishes  for  a 
pleasant  and  successful  Conference. 


Daniel  ALVAREZ-REYES 

SPAIN 


ESTABLISHMENT  OF  SERVICES 
FOR  THE  DEAF-BLIND  IN  SPAIN 

Introduction: 

In  this  paper,  I  do  not  pretend  to 
present  a  model  of  how  to  establish 
services  for  the  deaf-blind  in  any  country, 
but  to  explain  to  you  the  beginning  of 
these  services  in  Spain,  and  the  role  I 
played  in  this. 

I  hope  that  my  experience  may  be 
useful  to  others,  just  as  the  experiences  of 
my  European  deaf-blind  friends  were  to 
me.  I  especially  think  of  Stig  Ohlson  and 
Patrick  Murphy,  because  our  way  in  Spain 
began  with  the  first  European  Conference 
of  the  Deaf-Blind,  that  took  place  in 
Gothenburg,  Sweden,  in  June  1985. 

The  Situation  in  Spain: 

Before  the  first  European  Conference, 
the  situation  in  Spain  may  be  summed  up 
in  few  lines.  Up  to  that  date,  with  the 
exception  of  the  Spanish  National 
Organization  of  the  Blind  (ONCE),  no 
agency  either  public  or  private,  had  taken 
care  of  the  deaf-blind.  Only  some  specific 
cases  received  services  from  time  to  time. 
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In  spite  of  the  new  policy  of 
integration,  our  Government  "forgot"  all 
about  us  at  the  time  of  classifying  the 
different  groups  of  handicapped  people, 
and  for  the  time  being  things  are  still  so. 

In  Spain  there  is  a  National  Federation 
of  the  Deaf,  with  member  Associations  in 
almost  every  province  and  many  adult 
deaf-blind  persons  belong  to  them.  The 
aim  of  these  Associations  is  both 
recreational  and  cultural  but  they  have 
never  organized  specific  activities  or 
services  for  the  deaf-blind. 

It  was  only  through  ONCE,  in  whose 
schools  many  of  them  have  been 
educated,  that  the  deaf-blind  have  found 
some  sort  of  help.  This  Organization  is 
the  only  one  that  offers  them  some 
employment  opportunities.  Many  deaf- 
blind  work  in  its  Braille  Printing  Houses, 
in  its  libraries  and  mainly  as  sellers  of 
tickets  for  our  special  lottery  for  the  blind. 
However,  the  subject  of  the  deaf-blind 
had  not  been  broadly  considered  before 
June  1985.  Such  was  the  situation  when  I 
registered  as  a  member  of  ONCE  because 
having  become  deaf-blind  I  was  looking 
for  a  solution  to  my  problem. 

The  available  information  was  scarce 
and  if  a  deaf-blind  person  asked  for  help  in 
order  to  solve  his  problem,  he  could  not 
find  any  most  of  the  time  because  there 
was  no  specialized  staff  and  all  services 
were  planned  for  persons  whose  only 
handicap  was  blindness. 

I  succeeded  in  learning  Braille  and  to 
use  the  Optacon  thanks  to  my  wife  and 
some  relatives  who  were  my  interpreters. 

This  fact  made  me  think  a  lot,  and  for  a 
long  time  I  wondered  whether  I  could  do 
anything.  The  answer  could  only  be 
reached  by  means  of  hard  effort. 

FIRST  STEPS: 

I  began  to  receive  some  information 
which  I  had  asked  for  from  other  countries 
and  as  almost  everything  that  came  to  my 
hands  was  in  English,  I  decided  to  learn 
this  language. 

Taking  as  a  basis  the  information  I  was 
collecting,  I  dared  to  deliver  my  first 
lectures  on  deaf-blindness,  within  the 
framework  of  some  courses  organized  by 
ONCE.  The  way  in  front  of  me  could  only 
be  followed  slowly  and  it  demanded  hard 
work.  However,  two  months  later,  I 
received  a  piece  of  information  from  my 
contact  person  in  America  about  the 
celebration  of  the  First  European 
Conference,  organized  by  deaf-blind 
people  themselves,  in  Sweden.  I  felt 
enthusiastic  about  it  and  with  the  help  of 
my  wife  and  also  of  the  Head  of  ONCE's 
branch  in  my  town,  we  applied  to  the 
Headquarters  of  ONCE  and  I  succeeded  in 
taking  part  in  the  Conference  as  the 
Spanish  delegate  in  this  First  European 


Conference  on  Deaf-Blindness.  I  met 
many  people  who  were  in  similar 
circumstances  to  mine  and  I  was  able  to 
exchange  ideas  and  experiences  with 
them.  Then  I  was  elected  a  member  of  the 
newly  established  Committee  on  Services 
for  the  Deaf-Blind.  This  situation  had  a 
decisive  influence  on  my  work  for  the 
deaf-blind:  It  was  no  longer  a  lonely  fight. 

Establishment  of  the  First  Services: 

On  returning  home  I  prepared  a  report  on 
the  Conference  and  presented  it  to 
ONCE's  authorities.  Then  I  had  my  first 
interview  with  the  Director  of  Services  for 
the  Blind,  who  was  very  interested  in  this 
subject  and  encouraged  us  to  take  the 
necessary  steps.  He  made  things  easy  for 
us. 

1.  The  first  task  was  to  try  and  identify 
as  many  people  with  both  handicaps  as 
possible.  To  this  end,  we  wrote  to 
different  bodies,  schools,  associations  of 
the  deaf,  etc.  We  prepared  a  tentative 
register  and  a  brief  analysis  of  the 
situation  of  the  people  we  found.  All  these 
data  were  included  in  a  report. 

2.  In  January  1987  we  organized  the 
First  National  Meeting  of  Adult  Deaf- 
Blind  persons.  The  most  urgent  needs  in 
different  areas  relevant  to  the  visual  and 
hearing  handicaps  were  discussed,  e.g. 
communication,  information,  education, 
rehabilitation,  employment,  social 
integration,  etc.  It  was  at  that  time  that 
ONCE  appointed  me  Counsellor  on 
Subjects  connected  to  deaf-blindness. 

3.  We  went  on  and  enlarged  our  register 
and  study  on  the  general  situation  of  the 
deaf-blind.  We  considered  ONCE's 
members  especially  and  covered  all 
national  branches.  By  December  1987, 
our  register  included  almost  400  people, 
both  young  and  adult. 

The  conclusions  adopted  during  the 
national  meeting,  the  results  of  the 
screening  process  and  of  our  study 
constituted  the  basis  of  our  first  services 
for  the  deaf-blind.  We  go  on  with  that 
task,  slowly  but  without  any  interruption 
and  with  the  firm  help  of  the  authorities  of 
the  Spanish  National  Organization  of  the 
Blind. 

SERVICES  ALREADY  ESTABLISHED: 

Now  we  will  refer  to  the  work  done  from 
January  1987  to  July  1988.  We  will 
present  it  according  to  the  areas  covered 
and  not  in  their  chronological  order, 
because  it  does  not  seem  necessary  for 
such  a  short  period. 

1.  The  first  step  was  the  establishment 
of  a  Deaf-Blind  Department  in  November 
1987,  at  the  head  of  which  Asuncion,  my 
wife,  and  myself  are  working  as  a  team. 
She  is  the  Co-ordinator  of  Educational 


Programmes  and  I  am  a  Counsellor  for 
this  subject.  The  general  functions  of  our 
Department  are  as  follows 

—  To  obtain  and  distribute  information 
on  our  specific  subject. 

—  Co-ordinate  educational  programmes 
for  deaf-blind  children  and  adults. 

—  Guidance  and  counselling  to  parents 
and  to  deaf-blind  adults. 

—  Participation  in  staff  training. 

This  Department  controls  all  the 
services  that  ONCE  is  opening. 

2.  Information 

A)  Translation  into  Spanish  of  the 
International  Newsletter  of  the  Deaf- 
Blind.  It  is  published  both  in  Braille  and  in 
inkprint.  The  Newsletter  includes  some 
pages  with  local  news  of  our  country  and 
some  general  information. 

Subscription  is  free  and  it  is  also  at  the 
disposal  of  bodies  and  organizations  that 
help  the  deaf-blind  in  South-American 
countries,  Portugal  and  Brazil. 

B)  ONCE  has  various  periodical 
publications  in  Braille  and  in  cassette 
and  a  wide  variety  of  titles  of  books  in 
its  libraries,  which  meet  the  deaf- 
blind's  need  of  reading  materials.  All 
the  magazines  are  distributed  free. 
There  is  a  project  to  publish  a  daily 
newspaper.  This  would  be  the  means 
of  access  to  everyday  news  for  all  the 
members  of  our  Organization  and  for 
the  deaf-blind. 

C)  Translation  into  Spanish  of  reference 
books  and  educational  texts  about 
deaf-blindness. 

D)  Through  this  Department,  the  adult 
deaf-blind  receive  information  about  the 
different  activities  we  organize.  Many  of 
them  are  in  regular  contact  amongst 
themselves  by  letter  and  exchange  the 
information  they  have.  We  hope  that 
these  contacts  will  increase  slowly. 

3.  Communication 

A)  Publication  of  a  small  handbook  to 
make  the  problems  of  the  deaf-blind 
known  to  other  people  and  about  the 
different  systems  to  communicate  with 
them.  Its  aim  is  to  increase  general 
knowledge  about  this  double  handicap  in 
our  country. 

B)  Preparation  of  two  cards  in  strong 
material,  one  of  which  has  the  inkprint 
alphabet  embossed,  and  the  other  having 
the  letters  of  the  Braille  system  (near  each 
one  appears  the  corresponding  ordinary 
alphabet  letter  in  inkprint).  The  aim  of 
these  cards  is  to  make  communications 
with  the  deaf-blind  easier.  They  are 
distributed  free  of  charge. 

C)  Training  of  guide-interpreters.  Twelve 
of  them  were  trained  in  February  1988 
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and  ten  more  have  recently  finished  their 
course.  Our  idea  was  to  make  the 
Interpreters  Service  that  the  local 
Government  of  Madrid  offers  these 
people  available  to  the  deaf-blind.  Having 
guide-interpreters  trained  to  work  with 
the  deaf-blind  means  that  the  deaf-blind 
themselves  may  benefit  from  this  service 
offered  in  this  part  of  the  country.  Our 
own  Organization  may  also  call  on  them 
to  co-operate  in  our  own  activities. 

All  the  interpreters  we  have  trained  up 
to  now  are  experts  in  the  field  of  the  deaf 
and  this  helps  a  lot  to  make  their  training 
shorter.  The  course  is  one  month  long  and 
it  includes  theoretical  and  practical 
lessons.  For  the  practical  part  we  invited 
some  deaf-blind  persons  to  co-operate 
with  us  and  they  were  very  enthusiastic 
about  this. 

4.  Education 

A)  Enlargement  of  the  Unit  for  Deaf- 
Blind  Children  already  existing  and 
establishment  of  a  new  one  in  our 
Educational  Resource  Centre  in  Madrid. 

B)  First  Meeting  on  Hearing  Impairment 
Associated  to  Blindness,  December  1987. 
It  consisted  of  lectures  and  workshops  for 
experts  in  different  fields  connected  with 
our  subject  coming  from  all  over  the 
country.  It  was  organized  by  ONCE. 
With  this  Meeting,  we  began  to  structure 
a  system  of  co-ordination  of  all  the 
programmes  for  the  education  of  deaf- 
blind  children  in  ONCE's  schools  all  over 
the  country. 

C)  Assessment  of  different  cases  of 
children  and  young  people.  We  visit  them 
in  the  place  they  live  or  in  their  school  or 
Resource  Centre,  where  they  may  be 
lodged  with  their  families  during  all  the 
evaluation  process. 

D)  Participation  in  different  Conferences 
and  courses  on  the  education  of  the  deaf- 
blind.  We  presented  our  first  paper  on  this 
subject  in  a  Spanish  University  (Navarra). 

E)  Visits  to  different  centres  for  the 
education  of  the  deaf-blind  children,  e.g. 
Perkins  School  for  the  Blind,  in 
Watertown,  Massachusetts,  USA. 

F)  Training  course  for  Teachers  of  the 
deaf-blind,  organized  by  ONCE  and 
Perkins  School  for  the  Blind.  It  was  two 
weeks  long  and  teachers  coming  from  all 
ONCE  educational  centres  took  part  in  it. 

5.  Vocational  training  and  Employment 

A)  Analysis  of  the  employment  possibili¬ 
ties  of  four  deaf-blind  adult  people.  We 
found  employment  for  two  of  them  and 
there  is  a  future  project  for  the  other  two, 
consisting  in  training  them  to  live  with 
others  and  to  have  an  independent  life  in  a 
flat,  with  some  assistance,  and  an 
employment  situation. 

B)  The  adult  deaf-blind  find  it  easier  now 
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to  participate  in  training  and  rehabilita¬ 
tion  courses  (Optacon,  Braille,  Orienta¬ 
tion  and  Mobility,  etc.).  It  is  also  easier  for 
them  to  obtain  employment  within 
ONCE.  Anyhow,  it  is  evident  that  there  is 
an  urgent  need  for  greater  attention  to 
this  field. 

6.  Leisure  time  activities 

A)  At  a  local  level,  in  Madrid,  there  are 
some  activities  which  have  begun  with  a 
small  group  who  are  in  regular  contact 
with  each  other.  They  take  part  in  the 
training  of  the  guide  interpreters  and  they 
go  for  a  tour  from  time  to  time.  We  have 
encouraged  communication  by  corre¬ 
spondence  at  a  national  level  and  the  idea 
of  being  part  of  a  group  is  growing  step 
by  step. 

B)  In  June  1988,  the  first  week  of  Leisure 
Time  Activities  for  the  Deaf-Blind  took 
place  in  Majorca.  It  was  possible  thanks  to 
the  availability  of  guide-interpreters.  This 
was  a  wonderful  experience  for 
everybody.  All  the  participants  expressed 
the  wish  to  repeat  it  at  least  once  a  year. 

C)  Participation  in  the  Activity  week  for 
the  Deaf-Blind  organized  by  Mobility 
International  and  SENSE  in  Ireland. 

D)  Invitation  to  the  European  Commit¬ 
tee  of  the  Deaf-Blind  (nowadays  the 
European  Union  of  the  Blind  Commission 
on  Activities  for  the  Deaf-Blind)  to 
celebrate  the  third  ordinary  Meeting  in 
Madrid,  February  1988. 

PROJECTS  FOR  THE  FUTURE 

We  expect  to  complete  the  Register  of 

Deaf-Blind  people  and  know  as  accurately 

as  possible  the  number  of  people  and  their 

location.  If  we  follow  the  statistics  of 


other  countries  there  should  be  from 
2,000  to  3,000  deaf-blind  people  all  over 
the  country. 

We  want  to  establish  a  service  of  early 
stimulation  and  to  increase  the  number  of 
educational  units  for  deaf-blind  children  in 
various  Educational  Resource  Centres  of 
ONCE. 

We  hope  to  establish  a  centre  for 
young  and  adult  people  where  they  may 
receive  guidance  and  the  essential 
training  and  rehabilitation.  This  centre 
will  be  residential  because  of  its  aims. 

We  hope  that  in  the  future,  the  adult 
deaf-blind  will  participate  more  actively 
in  the  process  of  working  out  solutions  for 
their  own  problems.  We  hope  to  have 
more  and  better  trained  experts  to  meet 
their  various  needs  in  the  fields  of 
rehabilitation  and  training,  to  create 
sheltered  workshops  and  employment 
opportunities  for  adult  people,  to  research 
about  adequate  communication  means 
(special  devices,  telephones,  etc.),  to 
enlarge  the  availability  of  information  by 
means  of  a  newsletter  of  our  own  and  to 
continue  with  all  sorts  of  exchange  at 
international  level.  We  fully  share  the  idea 
of  the  European  Conference:  "We  may  be 
only  a  few  in  each  country,  but  if  we  all 
work  together . . ." 

This  is  our  work  and  I  hope  that  all  of 
us  deaf-blind  adult  people,  who  are  lucky 
enough  to  be  well  trained,  realize  through 
this  experience  that  we  should  try  to  do 
everything  by  ourselves,  using  all 
available  means.  We  need  the  help  of  our 
blind  and  deaf  fellows,  but  we  should 
never  forget  that  our  participation  is 
absolutely  necessary.  In  this  way  we  will 
contribute  to  a  far  more  efficient  and  quick 
evolution  of  our  field. 


Marjaana  SUOSALMI 

DIRECTOR  OF  EDUCATION 

DENMARK 

THE  NORDIC  STAFF  TRAINING 
CENTRE  FOR  DEAF-BLIND 
SERVICES 

BACKGROUND: 

In  1981  the  Nordic  Ministers'  Council 
("the  Nordic  Government")  established 
courses  for  personnel  working  with 
deaf-blind  people  as  an  experimental  form 
of  training.  After  some  years'  experience 
the  courses  were  made  permanent  and  the 
training  centre  was  established.  Now  the 
centre  has  three  main  functions  within  the 
field  of  deaf-blind  work  in  the  Nordic 
Countries: 

Training  courses  for  staff 
Resource  services  and 
Development  work  for  Deaf-Blind 
Services. 

The  arrangement  of  services  on  a 
Nordic  basis  is  due  to  the  following  facts: 

1.  The  population  of  each  Nordic 
country  is  too  small  to  support  high 
standard  services  on  a  national  scale. 

The  Nordic  countries  are  Denmark 
(with  the  Feroy  Islands  and  Greenland), 
Finland  (with  Aland),  Iceland,  Norway 
and  Sweden. 

2.  This  area  (about  the  size  of  the  rest  of 
Europe)  with  a  population  of  about  23 
million  gave  the  possibility  of  building  up 
an  expertise  regarding  small  handicap 
groups. 

3.  The  Nordic  countries  have  long 
traditions  of  co-operation:  the  same 
cultural  background  is  based  on  the  fact 
that  the  area  has  been  divided  into 
national  states  in  many  different  ways, 
e.g.  Finland  has  belonged  to  Sweden, 
Norway  to  Denmark,  etc. 

4.  Those  who  speak  Danish,  Norwegian 
or  Swedish  will  understand  each  other 
without  need  of  interpreters.  Interpreting 
services  must  however,  be  provided  for 
Finnish  or  Icelandic  speaking  people. 

5.  The  administration  and  the  financing 
of  Nordic  co-operation  is  established  at 
different  levels  and  in  different  fields. 


THE  NORDIC  DEFINITION  OF 
DEAF-BLINDNESS 

The  following  description  of  deaf¬ 
blindness  has  been  agreed  upon  in  the 
Nordic  countries: 

"A  person  is  deaf-blind  when  he/she 
has  a  severe  degree  of  combined  visual 
and  auditory  impairment.  Some 
deaf-blind  people  are  totally  deaf  and 
blind,  while  others  have  residual  hearing 


and  residual  vision.  The  severity  of  the 
combined  visual  and  auditory  impair¬ 
ments  means  that  deaf-blind  people 
cannot  automatically  utilise  services  for 
people  with  visual  impairments  or  with 
hearing  impairments.  Thus  deaf-blindness 
entails  extreme  difficulties  with  regard  to 
education,  training,  working  life,  social 
life,  cultural  activities  and  information. 

"For  those  who  are  bom  deaf-blind,  or 
who  acquire  deaf-blindness  at  an  early 
age,  the  situation  is  complicated  by  the 
fact  that  they  have  additional  problems 
affecting  their  personality  and  behaviour. 
Such  complications  further  reduce  their 
chances  of  exploiting  their  residual  vision 
or  hearing. 

"DEAF-BLINDNESS  MUST  THERE¬ 
FORE  BE  REGARDED  AS  A 
SEPARATE  DISABILITY  WHICH 
REQUIRES  SPECIAL  METHODS  OF 
COMMUNICATION  AND  SPECIAL 
METHODS  FOR  COPING  WITH  THE 
FUNCTIONS  OF  EVERYDAY  LIFE." 

For  the  development  of  services  for 
deaf-blind  people  it  has  been  most 
important  to  emphasize  the  fact  that 
deaf-blindness  must  be  regarded  as  a 
separate  handicap.  We  also  find  it  essential 
to  underline  strongly  the  fact  that  most 
deaf-blind  persons  do  have  residual 
hearing  and  vision,  but  must,  however,  be 
considered  as  deaf-blind  persons. 

When  planning  for  training  services  we 
divide  the  group  of  deaf-blind  people  into 
the  following  four  groups  due  to  their 
different  social  situation  and  to  their 
different  ways  of  communicating,  having 
however,  their  isolation  in  common  (the 
groups  are  listed  from  the  smallest  to  the 
largest): 

★  The  group  of  deaf-blind  persons  with 
congenital  visual  impairment  acquiring 
hearing  loss  later  in  life. 

★  Congenitally  deaf-blind  persons. 

★  The  group  of  deaf-blind  persons  with 
congenital  hearing  impairment  acquiring 
loss  of  vision  later  in  life. 

★  The  group  of  deaf-blind  persons  bom 
hearing  and  seeing,  and  who  lose  sight 
and  hearing  later  in  life. 

90%  of  all  deaf-blind  persons  have 
some  residual  hearing  or  residual  vision. 

The  Nordic  Staff  Training  Centre 
serves  staff  working  with  all  these  groups 
of  deaf-blind  persons,  with  people  at  all 
ages  and  in  various  social  situations. 


THE  DEAF-BLIND  PERSON 
AS  A  WHOLE 

We  want  to  see  the  deaf-blind  person  as  a 
whole.  We  cannot  divide  him  into  small 
pieces  but  must  consider  him  as  one 
whole  person  with  the  human  characteris¬ 
tic  of  interaction  between  body  and  mind, 


of  senses  and  motor  skills,  of  brain  and 
heart,  of  emotions  and  intellectual  skills  — 
or  whatever  words  you  might  want  to 
choose  to  describe  the  complexity  of  a 
human  being. 

Life  is  a  continuing  process  where  a 
person  is  taking  part  in  a  kind  of  dialogue 
with  his  environment.  This  dialogue  — 
which  does  not  need  to  be  linguistic  — 
must  be  considered  as  a  crucial  process  in 
a  person's  development.  People  with  all 
thier  senses  intact  very  naturally  take  part 
in  this  dialogue,  as  deaf-blind  persons  will 
need  special  programmes  and  services  to 
be  established  according  to  his  needs  to 
assure  this  on-going  dialogue  with  his 
environment. 

It  is  therefore  natural  for  the  Centre  to 
offer  training  possibilities  for  all  kinds  of 
Nordic  staff  to  deaf-blind  persons.  Nearly 
all  our  staff  training  activities  are 
multi-disciplinary  as  far  as  both 
participants  and  lecturers  are  concerned. 

We  believe  in  the  on-going  staff 
training  process,  as  well.  Therefore 
different  forms  of  staff  development 
services  have  been  established  to 
maintain  continuous  professional 
development  and  inspiration. 

THE  FUNCTIONS  OF  THE  CENTRE 

The  functions  of  the  Centre  are  the 
following: 

1)  Education 

The  Centre  arranges  6  week  basic  courses, 
2  week  workshops  on  various  subjects 
and  shorter  conferences  each  year.  About 
100  persons  participate  at  the  course  each 
year,  and  several  hundreds  if  Nordic 
conferences  are  arranged. 

2)  Resource  services 

The  Centre  has  a  library  which  has  a 
resource  function  publishing  a  biblio¬ 
graphy,  keeping  an  article  index  of  the 
most  important  titles  on  deaf-blindness 
and  serving  as  a  place  for  individual  and 
group  studies.  Information  is  spread  by  a 
newsletter  which  is  published  twice  a  year 
and  by  the  regular  correspondence  with 
approximately  250  contact  persons 
throughout  the  Nordic  countries. 

3)  Development  work 

The  development  work  mostly  aims  at 
the  documentation  of  actual  knowledge. 
A  2  year  project  has  been  carried  out 
1986-88  called  the  Project  Nordic 
Directory.  As  a  concrete  result  of  this  we 
now  have  5  books  and  7  articles 
(publications  we  call  them)  on  different 
pedagogic,  social,  psychological  and 
medical  topics.  And  much  more  material  is 
under  elaboration.  We  hope  to  print  about 
20  titles  in  the  next  couple  of  years.  Some 
of  the  books  and  articles  are  likely  to  be 
translated  into  English. 
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SOME  PRACTICAL 
INFORMATION 

The  Centre  is  located  in  Northern  Jutland 
in  Denmark.  It  has  a  permanent  staff  of  6 
people  working  in  the  secretariat.  In 
addition  to  this,  about  50  experts  from  the 
Nordic  countries  and  abroad  lecture  at  the 
Centre  yearly. 

All  the  courses  are  free  of  charge. 
Travel  expenses  and  full  board  are  paid  as 
well.  Employers  usually  grant  paid  leave 
for  our  course  participants. 


THE  FUTURE  OF  THE  CENTRE 

There  has  not  been  any  reason  to  make 
radical  changes  in  the  services  of  the 
centre.  A  continuous  development  is, 
however,  necessary.  The  changes  in 
national  services  for  the  deaf-blind  as  well 
as  in  the  educational  system  lay 
requirements  on  the  programme  of  the 
Centre. 

Some  of  the  questions  discussed  by  the 
board  of  governors  are  the  following: 

1.  How  can  we  ensure  the  continuous 
influence  of  the  "consumers"  on  the 
programme  of  the  centre? 

2.  Due  to  the  increased  amount  of 
national  training  opportunities,  the  form 
of  the  courses  have  to  be  evaluated  and 
possibly  some  educational  modules 
suiting  the  national  supply  have  to  be 
introduced. 

3.  Although  we  believe  in  the  inter¬ 
disciplinary  approach,  there  might  be  a 
need  for  certain  professional  groups  to 
have  workshops  or  a  course  of  their  own. 
Until  now  only  physicians  have  had  their 
own  conferences.  As  it  may  be  of  interest 
to  the  audience  here,  I  want  to  mention 
that  next  year,  we  will  organize  a  2  week 
workshop  for  deaf-blind  people  working 
in  the  field  of  information  and  PR. 

4.  We  follow  the  European  discussion 
on  staff  development  with  great  interest, 
being  very  happy  about  the  introduction 
of  a  broader  concept  of  staff  training, 
namely  "staff  development".  We  are  very 
much  looking  forward  to  seeing  fruitful 
results  from  this  new  concept  which,  in 
particular,  is  discussed  among  profes¬ 
sionals  working  with  congenitally  deaf- 
blind  persons. 

In  general  we  are  very  pleased  to  have 
many  international  contacts  which  we 
want  to  maintain  and  to  develop  in  order 
to  share  knowledge  and  know-how,  and 
in  this  way  create  a  better  world  for 
deaf-blind  persons  to  live  in. 


Kaija  SALEKARI 
Seija  TROYANO 

FINLAND 

SERVICES  FOR  THE 
DEAF-BLIND  IN  FINLAND 

It  was  not  until  20  years  ago  that  people 
in  Finland  started  to  pay  attention  to  the 
deaf-blind  as  a  special  group  of  their  own. 
Twenty  years  ago  The  Finnish  central 
Association  of  the  Blind  carried  out  a 
survey  on  the  basis  of  which  it  was 
estimated  that  there  were  some  150 
deaf-blind  people  in  the  country.  The 
Finnish  central  Association  of  the  Blind 
then  employed  its  first  employee  to 
attend  to  the  matters  of  the  deaf-blind. 

It  was  not  however,  until  the  1980s 
that  the  services  for  the  deaf-blind  were 
effectively  developed.  The  present 
number  of  the  deaf-blind  is  between  550 
and  600  (the  population  of  Finland  being 
c.  4-9  million)  out  of  which  circa  80  are 
below  the  age  of  18.  The  most  common 
causes  of  deaf-blindness  are  Usher 
syndrome,  Rubella  syndrome,  and  senile 
degeneration  of  eye-sight  and  hearing.  As 
man's  life  span  grows  longer  it  seems  that 
the  group  mentioned  last  (deaf-blindness 
caused  by  old  age)  will  become 
considerably  larger  in  the  near  future. 

In  Finland,  the  deaf-blind  have  an 
organization  of  their  own  called  The 
Finnish  Deaf-Blind  Association.  It  plays  a 
major  role  in  providing  services  for  the 
deaf-blind.  The  organization  was  founded 
in  1971.  In  1979,  its  position  became  very 
important  when  a  committee  working 
under  The  Department  of  Health  and 
Social  Security  put  forward  in  its  report 
that  the  special  services  needed  by  the 
deaf-blind  should  be  provided  by  an 
organization  of  their  own.  The  committee 
specifically  stated  that  this  would  be  the 
best  way  of  fulfilling  the  wishes  and  needs 
of  the  deaf-blind.  Ever  since,  the  services 
have  been  developed  to  meet  their  needs. 
Their  right  to  decide  upon  matters 
concerning  them  has  been  secured  in  the 
regulations  of  the  associations.  In  the 
meetings  of  the  Board  of  Directors,  the 
deaf-blind  representatives  must  be  in  the 
majority  when  decisions  are  made. 

The  aim  of  all  work  is  to  alleviate  the 
loneliness  and  isolation  of  the  deaf-blind 
person,  to  help  him  to  live  an  independent 
and  rich  life,  and  to  become  equal  to  other 
people. 

THE  SERVICES  PROVIDED  BY 
THE  FINNISH  DEAF-BLIND 
ASSOCIATION 

Child  Rehabilitation  Centre: 

The  Centre  provides  services  for 
severely  handicapped  deaf-blind  children 


and  young  people  below  and  including 
the  age  of  18.  The  centre  has  10 
permanent  employees:  a  manager,  a 
psychologist,  a  social  worker,  a  special 
teacher,  a  special  occupational  therapist, 
four  nurses,  and  a  bureau  secretary. 
During  courses  more  staff  can  be 
employed.  The  functions  include  courses 
for  children  and  the  young,  for  their 
families  and  other  people  working  with 
them.  House  calls  and  counselling  at 
home  or  in  day  care,  training  and 
consultation  in  schools  and  in  day  care 
centres,  etc.  The  Centre  also  functions  as 
an  information  centre  concerning  deaf- 
blind  children.  The  aim  is  to  help  the 
deaf-blind  child  to  become  an  adult  who  is 
as  independent  as  possible  and  who  has 
well-balanced  social  relationships  with 
other  people. 

Deaf-Blind  Adults: 

For  deaf-blind  adults,  the  Association 
employs  10  regional  secretaries  stationed 
at  various  parts  of  the  country.  A  large 
part  of  the  regional  secretary's  work 
consists  of  house  calls,  and  meetings  with 
the  deaf-blind  adult  and  his  family.  It  is 
customary  to  make  the  deaf-blind  adult 
partake  in  the  discussions  and  decisions 
concerning  him  in  order  to  further 
encourage  his  independent  initiative  and 
feeling  of  responsibility.  During  a  house 
call,  the  secretary  draws  up  a  personal 
programme  together  with  the  deaf-blind 
adult,  and  advises  him  in  problems 
connected  with  the  use  of  aids,  work, 
training,  housing,  and  living,  as  well  as 
having  discussions  with  his  family,  and  so 
on. 

It  is  usually  quite  difficult  for  the 
deaf-blind  person  to  acquire  information 
about  the  various  kinds  of  services 
provided  by  his  local  authority  or  even  to 
find  out  about  the  events  of  his  immediate 
environment.  It  is  the  task  of  the  regional 
secretary  to  provide  him  with  this 
information  and  to  attend  to  the  interests 
of  the  deaf-blind  person  in  general.  An 
important  part  of  the  regional  secretary's 
work  also  consists  of  arranging  various 
kinds  of  courses,  camps,  and  other 
meetings.  During  the  courses,  various 
skills  are  learned  and  practised  (ways  of 
communication,  mobility,  ADL-skills,  the 
use  of  aids,  hobby  crafts,  etc.),  and  various 
current  topics  are  covered  in  private  and 
group  discussions. 

A  few  courses  concentrate  on  a  special 
theme,  e.g.  heredity,  family  and  human 
relations,  exercise  and  sports.  It  is 
generally  agreed  that  deaf-blind  people 
need  courses  all  their  lifetime.  Their  family 
members  are  asked  to  join  in  too.  The  goal 
in  the  immediate  future  is  to  make 
regional  activities  more  effective.  In  many 
parts  of  the  country,  there  are  now  clubs 
for  the  deaf-blind.  These  usually  meet 
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once  a  month.  It  has  been  the  general 
policy  to  let  deaf-blind  people  carry  as 
much  responsibility  as  possible  for  the 
operation  of  these  clubs.  The  regional 
secretary,  helpers  and  interpreters  have 
been  mainly  there  to  assist  with  practical 
arrangements.  Training  has  been  arranged 
for  club  leaders.  The  experiences  of  these 
clubs  so  far  show  that  the  deaf-blind  are 
interested,  active,  and  feel  responsible. 
The  long  distances  involved  have  been  a 
major  difficulty,  though. 

The  courses  are  closely  connected  with 
various  kinds  of  camps  which  are  very 
important  for  yielding  social  contacts  and 
experiences.  In  these  camps,  the  skills  that 
have  been  learned  during  the  courses  can 
also  be  practised.  The  camp  programmes 
so  far  have  included  such  things  as  skiing, 
sports,  slalom,  hiking  on  Lapland  arctic 
mountains,  family  relations,  religion,  and 
week-ends  camps  which  were  arranged  in 
connection  with  Christmas  parties  and  the 
Association's  annual  meeting.  There  have 
also  been  camps  for  creative  activities 
with  special  themes,  e.g.  painting, 
pottery,  writing,  creative  exercise, 
theatre,  and  music. 

Every  year  a  trip  abroad  is  arranged.  So 
far  there  have  been  visits  to  the 
Scandinavian  countries,  Spain,  Greece, 
Ireland,  Thailand,  and  the  United  States. 

The  Service  House  for  the  Deaf-Blind: 
The  organization  of  the  deaf-blind 
maintains  a  service  house  which  has  20 
apartments  for  the  deaf-blind.  During  the 
planning  of  this  house,  special  attention 
was  paid  to  the  specific  needs  of  the 
deaf-blind.  Some  of  the  apartments  are 
designed  for  family  use  and  two  are 
designed  as  short  stay  or  holiday 
apartments.  The  house  also  offers  several 
jobs  and  a  place  to  work  for  independent¬ 
ly  working  deaf-blind  residents. 

OTHER  SERVICES 

The  Organizations  of  the  Visually  and 
Aurally  Handicapped. 

In  the  case  of  most  deaf-blind  people, 
becoming  handicapped  is  a  long-term 
process.  Many  are  used  to  being  a 
member  of  a  group  of  the  visually 
handicapped  or  a  member  of  a  group  of 
the  aurally  handicapped,  depending  on 
the  primary  defect.  The  organizations  of 
the  visually  and  aurally  handicapped  also 
provide  services  for  the  deaf-blind  as,  for 
example,  in  connection  with  the  use  of 
aids,  or  by  arranging  a  few  courses  and 
camps. 

The  Foundation  for  a  Home  for  the 
Deaf  provides  housing  services  for  the 
deaf  and  the  deaf-blind.  The  organization 
maintains  many  homes  for  the  deaf  in 
which  many  deaf-blind  people  live  too. 
The  service  house  for  deaf-blind  young 
people,  the  Marjaana-home,  is  designed 


for  young  people  who  were  bom  deaf- 
blind.  The  house  provides  services  which 
specialize  in  rehabilitation  and  one's 
becoming  independent. 

The  house  is  also  equipped  with 
facilities  which  make  it  possible  for  the 
very  severely  handicapped  to  live  there, 
and  provides  sheltered  work.  The  work 
centre  and  the  service  house,  Sampola, 
provide  sheltered  jobs  and  service  house 
apartments  for  those  deaf-blind  persons 
who  have  not  found  jobs  in  the  labour 
market. 

The  Vocational  School  for  the  Visually 
Handicapped: 

The  Vocational  School  for  the  Visually 
Handicapped  already  has  long  traditions 
in  the  training  and  rehabilitation  of  the 
deaf-blind.  In  addition  to  vocational 
training  proper,  the  school  provides 
training  in  various  subjects  connected 
with  rehabilitation,  e.g.  ways  of 
communication,  mobility,  ADL-skills,  and 
the  use  of  aids.  The  deaf-blind  pupils 
usually  attend  classes  in  different  forms  of 
manual  training  (weaving,  basket  and 
brush  work),  of  household  work,  and  of 
institutional  household  work.  Many 
deaf-blind  persons  have  been  trained  to 
be  massagers  and  physiotherapists.  Other 


Mike  LAMBERT 

UNITED  KINGDOM 

“THE  SOVIET  EXPERIENCE” 

What  is  the  main  feature  of  services  to  the 
deaf-blind?  Different  people  may  have 
different  answers  to  this  simple  question. 


possibilities  include  for  example  ADP  and 
various  kinds  of  assembling  work. 

Day  to  day,  deaf-blind  people  in 
Finland  participate  more  and  more  in  the 
managing  of  their  own  affairs  and  in  the 
development  of  services  for  them.  One  of 
the  great  challenges  of  today  for  the 
deaf-blind  people's  own  organization  is  to 
increase  awareness  for  both  the  deaf-blind 
and  the  general  public.  The  association 
publishes  two  magazines  for  the  deaf- 
blind,  both  of  which  appear  in  large  print 
and  in  Braille.  Another  matter  of  current 
interest  is  research.  At  the  moment,  a 
large  survey  on  the  living  conditions  of 
deaf-blind  people  is  being  carried  out  in 
co-operation  with  Kuopio  University. 
The  study  will  provide  us  with  valuable 
information  on  the  basis  of  which  the 
services  can  be  further  developed. 

During  the  last  10  years,  there  has  been 
a  considerable  improvement  in  the 
position  of  the  deaf-blind  in  Finland.  New 
challenges,  however,  turn  up  every  day. 
We  consider  it  important  that  people 
listen  to  the  deaf-blind,  and  that  they 
personally  participate  more  and  more  in 
the  development  of  the  services  towards 
the  aim  expressed  in  the  theme  of  the  year 
of  the  handicapped:  full  participation  and 
equality. 


For  myself  international  co-operation 
comes  high  on  the  list. 

We  understand  quite  a  lot  about  some 
countries.  But  there  is  one  country  which 
we  do  not  hear  about  very  often.  This  is 
the  Soviet  Union. 

What  is  happening  in  the  Soviet  Union 
for  the  deaf-blind?  Can  the  Soviet 
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experience  teach  something  to  other 
countries? 

Soviet  work  with  deaf-blind  people  has 
a  long  history.  In  1923  Professor 
Sokolyanskii,  a  leading  worker  in  deaf 
education,  opened  a  school-clinic  for  the 
deaf-blind.  It  was  in  Kharkov,  in  the 
Ukraine.  The  clinic  was  tragically 
destroyed  in  the  war. 

Work  restarted  at  the  Research 
Institute  of  Defectology  in  Moscow.  One 
of  the  researchers  was  an  ex-pupil  of  the 
Kharkov  clinic.  Her  name  was  Olga 
Skorokhodova.  Miss  Skorokhodova 
became  deaf-blind  after  illness  in  early 
childhood.  At  the  Kharkov  clinic  she 
regained  her  speech  and  completed 
secondary  education.  She  survived  the 
destruction  of  the  Clinic  in  the  war. 

She  went  on  to  higher  education  in 
Moscow.  She  became  a  researcher  into 
deaf-blindness.  She  wrote  many  works 
about  her  deaf-blind  condition  and  her 
understanding  of  the  world  around  her. 
Her  major  work  was  entitled  How  I 
Perceive,  Imagine  and  Understand  the  World. 
It  became  very  popular  in  the  Soviet 
Union. 

Professor  Sokolyanskii  died  in  1960. 
His  work  was  continued  by  Dr  Alexander 
Meshcheryakov.  In  1963  the  Zagorsk 
Home  for  deaf-blind  children  was  opened. 
Since  then  this  famous  school  has  helped 
many  deaf-blind  children  and  young 
people  to  complete  primary  education 
and  many  aspects  of  secondary  education 
as  well. 

Dr  Meshcheryakov  wrote  about  all  this 
work  in  a  book  entitled  Awakening  to  Life. 

In  1971  four  ex-pupils  of  the  Zagorsk 
school  started  degree  courses  in 
Philosophy  and  Psychology  at  Moscow 
University.  They  graduated  in  1977  and 
became  famous  in  the  Soviet  Union.  Two 
of  these  graduates  work  actively  in 
research  into  the  deaf-blind  condition. 
They  are  Sergei  Sirotkin  and  Alexander 
Suvorov.  Another  is  a  sculptor.  His  name 
is  Yuri  Lerner.  The  fourth  is  called  Natalya 
Korneyeva.  She  is  now  the  mother  of  two 
children.  She  has  written  a  book  about 
bringing  up  her  family. 

In  the  Soviet  Union  it  is  considered 
important  that  deaf-blind  people  are  able 
to  do  paid  work.  At  the  Zagorsk  Home,  all 
students  are  taught  a  profession.  They  can 
go  on  to  work  at  an  industrial  enterprise 
run  by  the  All  Russian  Association  for  the 
Blind. 

This  association  is  the  main  organiz¬ 
ation  concerned  with  the  vocational  and 
welfare  needs  of  deaf-blind  adults.  It  was 
founded  in  1925.  It  serves  around  200,000 
blind  people  and  it  is  self-supporting.  It 
derives  its  income  from  the  profit  of  its 
own  industrial  enterprises.  Special 
techniques  or  devices  are  introduced  in 
the  factory.  This  is  so  that  blind  people 


can  carry  out  the  work. 

There  are  self-dependent  groups  of 
deaf-blind  workers  in  industrial  enter¬ 
prises.  There  is  one  in  Zagorsk  itself  and 
another  in  Sarapul.  This  is  700  miles  to  the 
East.  At  these  enterprises  special 
industrial  processes  have  been  developed. 
These  processes  allow  work  by  deaf-blind 
people  in  the  production  of  television 
sets. 

At  these  enterprises  there  are  evening 
classes  for  deaf-blind  people.  It  means 
they  can  continue  their  education.  They 
can  complete  the  final  stages  of  a 
secondary  education  for  example, 
chemistry  and  biology. 

There  are  special  benefits  for  deaf-blind 
people.  They  work  a  shortened  working 
day.  There  is  free  transport  and  free 
holidays  in  Sanatoriums  and  rest-homes. 
There  are  free  acoustic  devices  and 
ordinary  and  Braille  typewriters. 

The  Soviet  experience  shows  us  that 
deaf-blind  people  can  reach  the  highest 
levels  of  intellectual  development.  They 
can  engage  in  paid  work.  They  can  live 
productive  lives  which  enrich  the  whole 
of  society.  The  Soviet  Union,  just  as  all 
other  countries,  strives  to  provide  these 
opportunities  for  all  deaf-blind  people. 


Lieve  ROETS 

HOLLAND 

KALORAMA.  CENTRE  FOR 
DEAF-BLIND  IN  HOLLAND 

Kalorama  is  a  residence  for  64  deaf-blind 
adolescents  and  adults.  Most  of  the  deaf- 
blind  inhabitants  look  upon  Kalorama  as 
their  permanent  home.  Others  live 
temporarily  at  Kalorama  during  their 
rehabilitation  period.  Some  deaf-blind 
people  live  in  the  environment  of  the 
village  and  come  to  the  centre  to 
participate  in  the  day  activities. 

Twenty  years  ago  the  centre  was 
founded  by  a  nursing  home.  It  started  as  a 
home  for  sick  and  aged  deaf-blind  people. 
Later  on,  adolescents  from  schools  for  the 
deaf  and  for  the  deaf-blind  came  to  live  at 
Kalorama.  Now  its  inhabitants  can  be 
distinguished  in  three  different  categories, 
according  to  their  age  but  especially 
according  to  their  background  and 
possibilities. 

First  category: 

Twenty  per  cent  of  the  inhabitants  are 
older  than  65.  Several  of  them  lived  in 
institutions  for  psychiatric  or  mentally 
handicapped  people.  The  aim  of  Kalorama 
is  to  give  these  deaf-blind  a  comfortable 


home  with  special  provision  for  human 
contact  and  communication,  especially 
with  their  relatives. 

Second  category: 

Forty  per  cent  are  between  20  and  40 
years  old.  They  came  to  Kalorama 
immediately  after  their  school  career. 
These  adolescents  often  need  further 
education.  Kalorama  provides  for  the 
development  of  self-help  skills,  for  the 
preservation  and  development  of 
communication,  mobility  skills  and  social 
skills. 

Third  category: 

Another  forty  per  cent  are  between  40 
and  65  years  old.  These  are  mostly 
individuals  who  spend  a  great  deal  of  their 
lives  together  with  their  parents,  with 
their  partner  or  their  children.  Due  to  the 
age  of  their  relatives  or  due  to  the 
progression  of  their  handicap,  they  have 
to  find  a  more  sheltered  environment  to 
live.  Often  these  people  are  in  urgent 
need  of  psychological  help. 

How  do  the  deaf-blind  live  in  this  centre? 
Everybody  has  his  own  room.  Every  eight 
people  share  a  common  living  room  and  a 
kitchen.  The  units  of  the  younger  people 
are  very  much  like  a  family  home.  A  lot  of 
older  people  with  an  independent 
background  opt  for  a  more  individual 
lifestyle.  Some  people  work  in  a  sheltered 
workshop  in  a  neighbouring  city.  Some 
other  persons  spend  a  lot  of  time  doing 
domestic  work  for  themselves  or  for  the 
people  they  live  with.  Others  prefer  to  go 
to  occupational  therapy.  There  are 
opportunities  to  practise  sports  and 
leisure  activities,  such  as  athletics, 
swimming,  bicycling,  fitness  and  horse 
riding. 

Which  special  help  is  available? 
According  to  the  needs  or  wishes  of  the 
deaf-blind  several  training  programmes 
are  available.  For  example  mobility 
training,  training  of  pre-vocational  skills, 
speech  therapy,  psychological  help, 
medical  care,  training  in  various 
communication  codes  and  low  vision  aids. 
But  besides  all  that,  major  attention  is 
given  to  communication  and  human 
contact,  to  the  conversation  of  one  human 
being  with  another.  Kalorama  makes  high 
demands  upon  the  communication 
abilities  of  the  personnel  and  of  the 
volunteers. 

There  are  62  people  on  the  permanent 
staff,  and  25  volunteers. 

Who  pays  for  this  Centre? 

Every  deaf-blind  person  in  Holland  can 
claim  an  allowance  from  the  national 
health  insurance.  A  single  unemployed 
deaf-blind  man  or  woman  receives  about 
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£280  monthly.  From  this  amount  he  pays 
for  his  stay  in  the  Centre  with  the  proviso 
that  the  deaf-blind  person  can  keep  a 
minimum  of  £75  for  his  disposal.  The 
remaining  costs  of  the  Centre  are  paid 
directly  by  the  same  national  health 
insurance. 


Right  Honourable 
Nicholas  SCOTT 
MINISTER  FOR  SOCIAL 
SECURITY  AND  THE  DISABLED 

UNITED  KINGDOM 

It  is  a  pleasure  and  an  honour  to  be  here  to 
open  this  Conference.  I'm  not  really  going 
to  make  a  speech  to  you  this  morning,  I'm 
really  here  metaphorically  to  crack  a 
bottle  of  champagne  over  the  launch  of 
this  Conference  which  I  regard  as  very, 
very  important  and  a  great  breakthrough 
for  the  deaf-blind  in  Europe.  So  I  am 
delighted  to  have  been  able  to  accept  the 
invitation  and  on  behalf  of  the  British 
Government  to  be  able  to  welcome  you 
to  London  particularly  those  who  are 
visiting  our  capital  for  the  first  time. 

I  was  talking  to  Patrick  just  now  about 
the  growth  of  this  work  which  I 
understand  grew  out  of  the  Commission 
established  in  Gothenburg  in  1985.  I 
know  that  our  British  participants  are 
delighted  that  the  Second  Conference  is 
being  held  in  London  and,  having  seen  the 
programme,  I  have  no  doubts  that  the 
work  is  going  to  be  immensely  valuable. 

I  also  believe  that  it  is  very  fitting  that 
the  National  Deaf-Blind  League  should  be 
hosting  the  Conference  as  part  of  their 
Diamond  Jubilee  celebrations.  Not  long 
ago  I  was  lucky  enough  to  have  the 
experience  of  visiting  Peterborough  and 
to  see  at  the  League's  Headquarters  the 
work  that  was  being  done  and  the 
commitment  that  was  being  put  into 
looking  after  the  interests  of  deaf-blind 
people,  and,  as  Minister  for  the  Disabled,  I 
wish  the  League  every  success  in  their 
future  development  and  activities. 

We  all,  I  think,  are  conscious  of  the  aim 
which  we  all  share,  which  is  to  ensure  that 
disabled  people  have  an  opportunity  to 
live  as  independent  a  life  as  possible  and 
have  access  to  the  opportunities  for 
leisure,  for  education  and  for  employment 
that  what  are  called  the  temporarily  able 
bodied  are  able  to  take  for  granted.  No 
longer  can  society  regard  disabled  people 
as  second  class  citizens,  they  are  entitled 
to  receive  the  same  rights  and  opportuni¬ 
ties  as  others. 

One  of  the  problems  that  we  face  is  the 
difficulty  in  ascertaining  precisely  the 


numbers  of  deaf-blind  people,  and  this 
certainly  creates  problems  for  Local 
Authorities  and  Statutory  Authorities  in 
our  Country.  We  know  that  the  needs  of 
deaf-blind  people  vary  very  much  from 
person  to  person,  and  thus  we  have  to 
seek  to  ensure  that  services  are  tailored  to 
individual  needs.  That  I  think  underlines 
the  crucial  role  of  voluntary  organiz¬ 
ations.  Their  work  is  immensely 
important  and  deserves  every  encourage¬ 
ment  because  it  is  their  flexibility  of 
response  which  enables  that  individual 
service  to  be  provided. 

I  was  delighted  that  the  Government 
were  able  to  award  a  special  grant  to  the 
League  this  year.  That  will  help  to 
establish  a  network  of  regional  represen¬ 
tatives  and  be  an  important  development 
for  the  League. 

Another  Organization  helping  deaf- 
blind  people  in  this  Country  is  SENSE  to 
which  the  Government  has  awarded 
grants  over  a  long  period.  Two  years  ago 
we  received  details  of  an  exciting  plan  to 
develop  a  national  resource  centre  for 
deaf-blind  youngsters  and  their  families  in 
Birmingham.  I  understand  that  some  of 
you  will  be  visiting  that  project  tomorrow 
and  I  know  you  will  find  it  very 
encouraging  and  rewarding.  I  was 
certainly  impressed,  when  I  visited  it,  at 
the  work  so  far  done  and  the  plans  for  the 
use  of  the  converted  buildings  in  due 
course.  The  Government's  commitment 
to  the  project  total  some  £800,000  of 
which  £300,000  has  already  been  paid. 

The  man  whom  I  first  worked  with  in 
politics  used  to  say  that  money  is  the  root 
of  all  progress.  But  money  alone  is  not 
enough  and  I  am  very  pleased  that  the 
Department  of  Health,  now  separated 
from  the  Department  of  Social  Security, 
have  asked  their  inspectorate  to  carry  out 
a  survey  of  services  for  deaf-blind  people 
and  this  will  be  part  of  their  work 
programme  for  1988/89.  A  pilot  study 


has  already  been  completed  and 
arrangements  are  in  hand  for  the  next 
stages. 

Last  month  there  landed  on  my  desk  a 
report  prepared  by  the  Deaf-Blind 
Services  Liaison  Group  and  that  report 
was  officially  published  last  week.  It 
makes  a  number  of  recommendations  to 
Local  Authorities  for  the  well  being  and 
the  care  of  deaf-blind  people.  I  know  that 
our  British  representatives  here  today  will 
be  taking  a  very  close  interest  in  the 
reaction  of  the  service  planners  and 
providers  to  the  recommendations  in  the 
report  and  I  hope  that  there  may  be  some 
lessons  to  be  learnt  outside  this  Country 
as  well.  These  are  some  of  the  more  recent 
developments  in  this  Country. 

During  this  Conference  you  will  be 
hearing  about  help  for  deaf-blind  people 
and  sharing  views  and  experiences  of  the 
various  way  in  which  services  for  deaf- 
blind  people  are  progressing  and 
developing  within  Europe.  I  am  sure  there 
will  be  much  to  learn,  many  experiences 
to  be  shared  and  interesting  to  compare 
what  will  undoubtedly  be  different  ways 
of  tackling  problems  in  our  different 
countries.  I  am  sure  you  will  have  a 
Conference  which  will  be  interesting  and 
stimulating  and,  I  hope,  enjoyable  too,  but 
that  you  will  put  in  the  back  of  your  mind 
the  thought  that  the  real  results  of  the 
Conference  will  be  judged  in  due  course  in 
the  actions  which  are  taken  to  develop 
this  important  work. 

It  was  a  great  pleasure  to  come  and  be 
able  to  spend  this  brief  time  with  you  and 
to  launch  the  Conference.  I  look  forward 
to  receiving  the  report  of  your 
deliberations  and  activities  because  I 
know  ideas  will  come  forward  which  will 
be  both  constructive  and  helpful. 

Finally,  perhaps  I  could  just  wish  you 
every  conceivable  success  for  the 
Conference  and  for  the  work  that  will 
flow  from  it. 
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Stig  OHLSON 

SWEDEN 

TECHNOLOGY  FOR 
DEAF-BLIND  PEOPLE 

During  the  last  ten  years,  technology  has 
developed  faster  and  faster.  What  was 
impossible  yesterday  is  quite  possible 
today,  and  what's  in  ’the  future  you  can 
only  guess.  In  the  industrialized  countries, 
people  have  become  used  to  pressing 
buttons  to  obtain  information,  take  care  of 
their  banking  affairs,  do  their  work  and 
amuse  themselves  in  their  leisure  time. 
The  password  for  entrance  to  the 
computer  is  almost  a  part  of  a  person's 
name. 

This  development  is  a  great  promise, 
many  say.  It  is  a  threat  to  humanity,  say 
others.  Who  is  right,  nobody  knows.  We 
are  only  at  the  beginning  of  a  quite  new 
era. 

What  about  us  deaf-blind  people?  Is 
technical  development  a  threat  or  a 
promise  to  us?  I  would  say  that  in  this 
respect  we  deaf-blind  are  in  no  way 
different  from  other  people.  Just  as 
technology  can  offer  great  advantages  for 
some  of  us,  it  can  also  make  the  gap  much 
larger  between  the  strong  and  the  weak  in 
our  group. 

Then,  shouldn't  we  go  in  for  technical 
development?  Yes,  of  course  we  should. 
We  cannot  stop  development  even  if  we 
wanted  to.  It  is  a  fact  that  it  makes  life 
more  comfortable  for  a  lot  of  people. 
What  we  should  do,  is  to  do  our  utmost 
best  to  influence  development  so  that  all 
of  us,  both  the  strong  and  the  weak,  get 
the  greatest  possible  advantage  from  it.  It 
won't  be  easy.  Technology  for  the 
disabled  is  governed  by  a  handful  of 
experts  and  enthusiasts,  working  very 
hard  to  make  life  easier  for  us,  but  may  be 
primarily  satisfying  their  own  interests. 
Like:  Now  we  have  designed  a  fantastic 
technical  device.  Let  us  see  if  we  can  find  a 
use  for  it! 

Of  course  it  should  not  be  like  this. 
Technical  aids  should  be  designed  after 
our  needs.  They  should  reduce  or  take 
away  our  problems,  making  it  easier  for  us 
to  live  a  normal  life.  They  should  be  so 
simple  to  use  that  they  really  can  be  used 
by  those  they  are  aimed  for,  and  cheap 
enough  for  us  to  afford  them.  And  above 
all,  they  must  be  reliable  —  they  must  not 
let  us  down  when  we  need  them  the  most. 

I  think  there  will  always  be  a  struggle 
between  the  technician,  who  in  his 
enthusiasm  designs  a  device  so  compli¬ 
cated  that  only  he  himself  can  manage  it, 
and  us  who  are  more  down  to  earth,  living 
nearer  the  problems  of  inadequate 
education,  lack  of  money  and  an 
unsympathetic  social  environment.  I  hope 


that  this  struggle  will  take  us  along  a  road 
where  the  technicians  go  on  using  the 
newest  technology,  but  where  at  the  same 
time  they  learn  from  us  about  our  needs 
and  our  reality. 

As  yet  we  have  not  come  very  far.  But 
in  some  areas  the  new  technology  has 
given  us  technical  aids  that  were  only  a 
dream  some  ten  years  ago.  The  Braille 
telephone  is  a  good  example.  Suddenly 
technology  reached  a  level  where  it 
became  possible  to  make  a  computer  for 
blind  people,  a  terminal  that  also  could  be 
used  by  deaf-blind  persons.  This  is  a 
fantastic  help  for  those  of  us  who  can  use 
it.  The  telephone  network  becomes  more 
and  more  important  in  modern  society,  as 
a  distributor  of  all  kinds  of  services.  Not 
being  able  to  use  the  telephone  means  less 
information,  fewer  social  contacts,  inferior 
quality  of  life.  For  deaf-blind  people  who 
have  got  a  Braille  telephone,  it  completely 
eliminates  the  handicap  in  some 
situations.  You  can  do  things  yourself  that 
you  formerly  needed  other  people's  help 
for.  You  can  keep  in  touch  with  your 
relatives  and  friends,  and  you  can  extend 
your  sources  of  information  through  data 
conference  systems.  But  this  is  only  for 
some  of  us  as  yet.  Even  in  countries  where 
there  are  Braille  telephones,  they  are  still 
too  complicated  for  many  people,  and  the 
data  information  systems  too.  Above  all, 
it  is  too  expensive. 

Closed  Circuit  Television  is  another 
good  example  of  efficient  technical  help. 
People  who  cannot  read  ordinary  writing, 
can  enlarge  the  text  enough  to  be  able  to 
read  with  their  very  limited  residual  sight. 
Unfortunately  this  is  also  another 
example  of  a  technical  aid  that  is  too 
expensive  for  most  people  who  would 
need  it. 

What  can  we  expect  from  the 
immediate  future?  Probably  a  lot  will 
happen  within  the  field  of  communication 
and  information.  Computer  terminals  will 
become  common.  People  will  use  them  to 
manage  their  bank  affairs,  shopping, 
sending  and  receiving  electronic  mail,  and 
many  other  things.  For  many  of  us  deaf- 
blind  people,  this  will  mean  that  we  can 
do  things  ourselves  that  we  used  to  have 
to  ask  for  help  to  do.  This  gives  us  more 
independence  and  increases  our  self- 
confidence.  There  will  also  be  enormous 
amounts  of  information  to  be  found  in 
data  bases.  A  fantastic  future  for  deaf- 
blind  people,  who  up  till  now  have  been 
forced  to  live  almost  completely  without 
information. 

Sometimes  you  hear  people  say:  These 
computer  systems,  electronic  mail  and 
data  conferences  are  dangerous  for  deaf- 
blind  people.  Instead  of  meeting  other 
people,  they  will  be  sitting  at  home  alone 
with  their  telephone.  After  some  years  of 
experience  with  such  activities,  I  can 


assure  you  that  this  is  completely  wrong. 
On  the  contrary,  people  get  a  more  active 
life,  more  contact  with  other  people  — 
people  whom  they  would  otherwise  have 
no  chance  of  meeting  — and  more 
information. 

The  data  conference  systems  are  rather 
expensive  to  use,  as  they  are  owned  by 
commercial  firms.  But  there  are  also  small 
systems,  run  on  a  non-profit  basis,  mostly 
for  and  by  young  people  who  are 
interested  in  computer  technology.  Our 
association  is  using  such  a  system.  We 
send  out  daily  news,  and  we  discuss 
different  questions.  Anybody  with  a 
Braille  telephone  or  a  TDD  can  join  the 
system,  and  the  costs  are  very  low 
compared  to  a  big  commercial  system.  It 
is  also  much  more  fun  working  in  a  small 
system  where  we  can  influence  further 
development.  It  has  become  very  popular, 
and  more  and  more  of  our  members  have 
started  to  use  this  system  to  get 
information  and  new  contacts. 

What  else  can  we  hope  for?  New 
technology  gives  completely  new 
possibilities  of  developing  technical  aids 
for  deaf-blind  people,  but  still  very  little 
has  been  done  in  that  field.  It  is  not 
economically  profitable  to  develop 
devices  for  such  a  small  group. 

Too  little  is  known  about  the  problems 
a  deaf-blind  person  meets  in  his  daily  life. 
In  Sweden  we  have  investigated  these 
problems.  A  number  of  deaf-blind  persons 
have  been  carefully  interviewed  and 
studied  from  morning  till  night,  and  their 
problems  have  been  documented  and 
analysed.  As  a  result  we  have  a  list  of 
problems,  where  some  kind  of  technical 
device  could  be  a  good  solution.  I  will 
mention  some  of  them. 

To  move  out  of  doors  is  often  risky  and 
difficult.  A  blind,  hearing  person 
sometimes  can  use  his  hearing  to 
determine  his  position,  which  is 
something  a  deaf-blind  person  cannot  do. 
We  need  a  device  that  can  help  us  get  our 
bearings.  It  should  tell  exactly  where  you 
are.  It  should  give  the  exact  direction  in 
which  you  can  cross  a  street  or  an  open 
place.  It  must  be  reliable,  not  sensitive  to 
rain  and  wind  and  temperature,  and  it 
should  be  easy  to  move,  if  you  want  to 
bring  it  with  you  on  holiday  for  instance. 
In  other  words,  it  should  work  in  the  same 
way  as  the  navigation  systems  used  by 
ships  or  aeroplanes. 

Another  great  problem  is  to  know  who 
is  standing  outside  your  door,  ringing  the 
doorbell.  In  these  times  it  may  be  risky  to 
open  your  door  to  an  unknown  person, 
especially  if  you  are  deaf  and  blind.  But  if 
you  only  open  your  door  to  people  who 
give  a  certain  signal,  you  miss  visits  from 
friends  who  do  not  know  the  signal  and 
who  happen  to  come  by  and  want  a  chat. 
And  you  cause  a  lot  of  problems  for  the 
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plumber  or  the  chimney  sweep  who  has 
to  get  in  to  do  his  job.  A  device  that  could 
tell  you  who  is  outside  your  door  could 
solve  this  problem. 

It  is  also  very  important  to  be  able  to 
notice  signals  and  alarms.  When  you  are 
at  home  you  want  to  know  when  the 
doorbell  or  the  telephone  or  the  alarm 
clock  is  ringing,  when  it  starts  raining  and 
you  have  to  get  out  in  the  garden  and 
rescue  your  book,  or  when  the  saucepan 
starts  to  boil  on  the  stove.  There  are  also 
signals  of  warning  that  inform  people  that 
something  has  happened  — a  fire,  a  gas 
outlet  or  some  other  catastrophe,  and  that 
you  should  stay  indoors. 

For  some  of  these  needs  there  are 
vibrators  or  fans  or  lights,  that  tell  you 
that  something  is  happening.  But  we  need 
to  develop  a  system  so  that  you  can  get  all 
the  necessary  information  from  one 
vibrator. 

These  were  some  examples  of  what  our 
investigation  showed.  Now  we  try  to 
interest  firms  and  technicians  to  develop 
and  manufacture  these  devices  that  we 
need.  If  they  become  good,  and  we  hope 
of  course,  they  will,  they  should  be  made 
so  that  they  can  be  used  in  countries  other 
than  Sweden.  Then  they  can  be 
manufactured  in  large  numbers  and  won't 
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be  so  expensive.  In  the  same  way,  devices 
that  are  made  in  other  countries  should  be 
constructed  in  such  a  way  that  they  are 
adaptable  to  other  countries'  rules. 

In  this  field  I  think  that  we  ourselves 
must  help  more.  If  we  build  a  contact 
network  where  we  inform  each  other 
of  what  is  happening  in  the  field  of 
technical  aids,  we  will  get  better 
opportunities  to  influence  their 
development.  It  is  not  uncommon  that 
someone  works  hard  to  make  something 
that  is  already  done  somewhere  else.  It  is 
to  nobody's  advantage  to  invent  the 
wheel  again  and  again.  It  is  better  to 
co-operate  and  try  to  make  technical  aids 
better  and  cheaper.  Technology  must  be 
directed  toward  further  development, 
co-operation  between  countries, 
simplicity  and  adaptation  to  our  economic 
resources. 

I  do  not  think  there  are  any  limits  to 
what  technology  can  do  in  the  future.  The 
limits  will  be  in  ourselves. 

But  technology  must  not  be  used  in  a 
way  that  takes  away  our  own  initiative. 
Sometimes  you  do  better  by  learning  a 
new  method  of  doing  something,  than  by 
using  a  technical  device.  Do  not  let  us 
forget  that  our  own  brain  is  our  very  best 
help! 


have  been  asked  to  speak  to  you  today.  I 
first  met  deaf-blind  people  earlier  this  year 
as  a  result  of  my  interest  in  the  technique 
of  cochlear  implantation.  I  must  say  I  was 
very  touched  and  impressed  by  the 
marvellous  spirit  of  cheerfulness  that  I 
encountered.  It  seemed  to  me  quite 
incredible  that  people  with  the  dual 


disability  of  deafness  and  blindness  could 
remain  so  happy. 

Let  me  say  a  few  words  about  cochlear 
implantation.  It  is  200  years  since  the  first 
suggestion  that  an  electric  stimulus 
applied  to  the  ear  could  produce  the 
sensation  of  hearing.  In  the  19th  century 
Volta  experimented  on  himself.  He 
inserted  a  metal  rod  into  each  of  his  ears 
and  applied  an  electric  current.  It  is  said 
that,  just  prior  to  losing  consciousness,  he 
heard  a  sound  like  water  boiling.  Nothing 
much  happened  after  that,  certainly  to 
Volta,  until  the  1950s  when  two  French 
ear  surgeons  applied  an  electric  current  to 
the  auditory  nerve  of  a  totally  deaf  patient 
who  heard  sounds  like  "crickets".  This 
was  the  beginning  of  modern  research 
into  electrical  stimulation  of  the  cochlear. 
So  a  cochlear  implant  is  an  implanted 
electronic  aid  to  hearing.  It  is  not  a 
transplant  in  the  sense  of  a  kidney 
transplant  or  a  heart  transplant.  The 
device  comprises  two  components.  The 
internal  part  is  an  electrode  system  which 
conveys  messages  to  the  inner  ear.  The 
external  component,  which  is  worn  on  the 
body,  consists  of  a  microphone  and  a 
speech  processor  which  looks  not  unlike  a 
Sony  Walkman. 

Which  patients  might  be  suitable  for 
implantation?  The  first  criterion  is  total 
deafness,  so  that  deafness  which  can  be 
assisted  with  a  conventional  hearing  aid  is 
not  suitable  for  a  cochlear  implantation. 
The  next  criterion  relates  to  the  time  at 
which  the  deafness  commenced.  A  patient 
who  has  gone  deaf  after  the  acquisition  of 
speech  and  language  has  a  much  better 
chance  of  a  good  result  from  a  cochlear 
implant.  Whereas  a  patient  who  has  never 
heard  speech  will  not  do  so  well.  These 
are  the  most  important  criteria.  There  are 
a  few  other  medical  considerations  too. 
What  sort  of  result  can  we  expect?  Using 
the  electrode  system  which  we  have 
started  to  use  in  Manchester  — that  is  to 
say,  a  system  employing  a  multiple 
channel  construction  inserted  inside  the 
cochlear.  Given  good  patient  selection, 
approximately  50%  will  achieve  the 
ability  to  discriminate  speech  without  lip 
reading.  So  that,  for  example,  roughly  half 
the  patients  who  are  implanted  with  the 
multi-channel  device  can  speak  on  the 
telephone.  Some  of  the  results  are 
excellent.  I  was  in  Geneva  last  week  and 
met  a  young  man  whose  first  language 
was  Albanian  and  who  had  leamt  to  speak 
fluent  French  since  having  his  implant  two 
years  ago.  Not  all  results  are  as  good  as 
that,  naturally,  and  about  50%  of  patients 
use  the  implant  as  an  adjunct  to  lip 
reading.  In  a  seeing  patient  this  is  still  a 
very  worthwhile  result.  The  other 
inestimable  bonus  is  in  the  relief  of  the 
sense  of  physical  isolation  with  the 
perception  of  environmental  sounds. 
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Finally,  we  must  address  the  question  of 
the  dual  disability  of  deafness  and 
blindness.  There  have  been  a  few 
deaf-blind  people  implanted  around  the 
world.  There  is  a  series  of  five  done  in  one 
of  the  North  American  centres.  Two  of 
the  five  achieved  the  ability  to  converse 
on  the  telephone.  Two  derived  no  real 
benefit  and  one  was  in  between.  I  saw  a 
deaf-blind  patient  in  Geneva  last  week 
who  had  an  excellent  result.  I  think  we 
have  to  consider  very  seriously  the 
potential  benefits  that  implantation  could 
bestow  on  deaf-blind  people.  I  think  the 
excitement  that  one  feels  about  the 
prospect,  naturally  has  to  be  tempered 
with  a  sense  of  realistic  expectation.  I 
think  it  would  be  unreal  to  offer  cochlear 
implantation  to  someone  who  is  deaf  and 
blind  and  offer  it  as  a  guaranteed  cure,  but 
I  do  feel  that,  in  carefully  selected  cases,  it 
could  confer  inestimable  benefits.  We 
have  embarked  upon  a  programme  in 
Manchester,  our  first  patients  are  deaf  but 
seeing,  but  we  hope  to  address  the 
problem  of  deafness  and  blindness  in  the 
near  future. 

I  would  be  very  happy  to  answer  any 
questions  that  you  may  have  and  I  would 
like  to  thank  you,  as  a  group,  and  Patrick 
Murphy  individually,  for  asking  me  to 
address  this  meeting. 


QUESTIONS  TO 
Richard  RAMSDEN 

Valeri  CHOULKOV-USSR 

Q.  Have  you  met  the  cases  when  the 
implantation  harmed  the  patients? 

A.  I  think  the  question  concerns  the  side 
effects  of  surgery.  There  have  been  in  the 
order  of  3,000  cochlear  implants  carried 
out  around  the  world  during  the  last  ten 
to  fifteen  years.  The  reliability  of  the 
implant  is  high  and  very  few  have  had  to 
be  removed  because  of  technical  failure. 
What  about  the  risks  of  surgery?  The  risks 
are  those  of  any  operation  and  those 
relating  to  this  particular  operation.  Those 
relating  to  surgery  in  general  are  very, 
very  few.  Those  relating  to  the  surgery  of 
implantation  have  also  been  very  few. 
The  theoretical  risks  of  infection  have 
hardly  occurred.  The  risk  of  damage  to  the 
facial  nerve,  the  nerve  which  supplies  the 
facial  muscles,  has  been  mentioned  and 
again  this  has  hardly  ever  occurred.  The 
same  applies  to  damage  to  the  balance 
organ.  I  think  that  what  you  have  to 
remember  is  that  this  type  of  surgery  is 
not  being  done  by  someone  who  has 
never  done  ear  surgery  before  and  the 


technical  steps  involved  in  inserting  an 
implant  are  not  particularly  difficult. 

Rolf  ERIKSSON -Sweden 

Q.  One  of  your  criteria  to  get  such  an 
implant  is  that  you  should  be  deaf.  I  am 
thinking  about  some  deaf-blind  persons  in 
Sweden  who  have  become  deaf  as  adults 
and  I  want  to  know  how  many  years  from 
when  you  go  deaf  when  do  you  insert  the 
implant,  is  it  too  late  if  it  has  been  ten 
years,  five  years  or  two  years.  What  limit 
do  you  have? 

A.  There  is  really  no  set  limit  and 
patients  have  been  implanted  who  have 
been  deaf  for  no  more  than  six  months 
and  others  who  have  been  deaf  for  more 
than  thirty  years.  It  would  seem  that  the 
shorter  the  period  of  deafness  the  more 
likely  you  are  to  get  a  good  result  but  this 
is  not  always  the  case  and  some  of  the  so 
called  'star'  patients,  that  is  a  Holly- 
woodism,  have  been  deaf  for  the  longest. 
So  you  can  state  trends  but  trends  are 
made  up  of  individuals  and  sometimes 
those  who  have  been  deaf  longest  do 
best. 

Graham  HICKS -United  Kingdom 

Q.  Many  deaf  people,  including  deaf- 
blind  people,  have  trouble  with  balance 
due  to  deafness.  Does  the  implant  help  to 
improve  balance? 

A.  Does  the  implant  help  to  improve 
balance?  The  answer  is  no  but  on  the 
other  hand  it  very  rarely  causes 
imbalance.  The  other  question  that  I 
thought  you  would  have  asked  concerns 
tinnitus.  The  experience  of  most  workers 
is  that  tinnitus  far  from  being  made  worse 
may  be  substantially  improved.  The  first 
patient  whom  we  implanted  in  Manches¬ 
ter  had  bilateral  tinnitus  before  the 
operation,  she  had  an  implant  in  her  right 
ear,  for  48  hours  after  the  implant  was 
switched  on  the  tinnitus  was  worse, 
within  a  month  she  had  no  tinnitus,  not 
only  in  the  operated  ear  but  also  on  the 
other  side.  Mr  Hazel,  whom  you  may 
have  heard  of,  of  University  College 
Hospital,  has  implanted  two  patients  with 
a  simple  single  channel  extra  cochlear 
device.  Two  patients  implanted  for 
tinnitus  alone  with  good  results.  That 
does  not  mean  that  there  is  a  cure  for 
tinnitus  yet,  but  it  is  an  interesting  line  for 
future  study. 

Asuncion  LEYTON -Spain 

Q.  The  question  has  two  parts.  We  are 
interested  in  knowing  whether  the 
etiology  of  the  case  of  total  deafness  has 
any  influence  on  the  results  of  the 


cochlear  implant  and  the  second  question 
is  after  the  implantation  has  taken  place 
do  you  need  some  training  to  get  the  best 
results  out  of  it? 

A.  Regarding  the  etiology  the  most 
important  fact  is  that  the  auditory  nerve 
remains  intact.  In  other  words  the  hearing 
loss  is  cochlear.  A  number  of  etiological 
factors  cause  cochlear  deafness  such  as 
meningitis,  autotoxic  antibiotics,  head 
injury,  auto  sclerosis,  Meniere's  disease 
and  so  on  there  are  many.  We  test  for  the 
integrity  of  the  auditory  nerve  by 
inserting  a  fine  needle  electrode  through 
the  ear  drum  so  that  it  lies  on  the  surface 
of  the  cochlear.  We  pass  a  low  voltage 
electric  current  through  that  and  if  the 
patient  perceives  a  sound  we  know  that 
the  auditory  nerve  is  intact.  If  we  get  no 
response  we  would  be  reluctant  to 
consider  an  implant.  The  second  part  of 
the  question  was  to  do  with  rehabilitation 
and  this  is  very  important,  some  patients 
do  extremely  well  with  a  minimum  of 
rehabilitation,  for  others  a  regular 
rehabilitation  programme  is  essential.  The 
first  implant  that  we  did  in  Manchester 
did  extremely  well  from  the  very  first  day. 
The  young  man  I  met  in  Geneva  last  week 
who  learnt  French  ultimately,  got  no 
benefit  from  the  implant  for  2  -  3  months. 
So  it  is  variable  and  unpredictable  but 
patients  have  to  be  prepared  for  a  period 
of  some  months'  rehabilitation. 


Nicole  LEVY -France 

Q.  I  would  like  to  know  about  the 
problem  of  balance  too  but  also  if  after 
surgery,  if  its  not  a  success  is  it  possible  to 
try  surgery  again  later  — especially  to 
resolve  any  balance  problems  caused  by 
the  implant? 

A.  I  was  interested  that  the  word  failure 
did  not  appear  in  your  vocabulary.  Yes, 
regarding  the  balance,  one  very  common 
finding  in  patients  who  are  totally  deaf  is 
that  they  already  have  reduced  or  absent 
function  in  the  balance  organs.  Some  of 
you  may  have  had  a  caloric  test  carried 
out  with  hot  and  cold  water  in  your  ears. 
In  a  normal  person  this  stimulus  make  you 
dizzy,  in  many  totally  deaf  people  there  is 
no  response.  In  a  patient  with  no  response 
from  that  test  it  is  physiologically  highly 
improbable  that  an  electrical  stimulus  to 
the  cochlear  will  cause  dizziness.  If 
imbalance  does  occur  it  is  related  to  the 
power  of  the  stimulus  and  priming  down 
the  power  of  the  speech  processor  is 
usually  adequate,  but  to  answer  the 
second  part  of  your  question  an  implant 
can  be  removed.  It  can  be  replaced  and 
this  has  been  done  in  instances  where 
replacement  with  a  more  sophisticated 
device  has  been  felt  to  be  indicated. 
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Gunter  DeHAAN- Belgium 

Q.  We  have  two  questions.  First,  who 
has  to  pay  for  the  operation  and  the 
second  question  is  at  a  Conference  like 
this  why  have  you  not  a  person  who  has 
already  been  operated  on? 

A.  As  regards  the  question  of  payment, 
in  Britain  the  Department  of  Health  will 
not  finance  this  programme.  I  hoped  to  be 
able  to  speak  to  the  Minister  this 
morning.  He  was  going  down  as  I  was 
coming  up  and  he  was  too  quick  for  me. 
So  payment  in  the  United  Kingdom,  well 
payment  in  Manchester  let  me  say,  is  from 
a  charity,  we  raise  money  from  a  variety 
of  sources.  Each  device  costs  £10,000  and 
every  time  we  raise  another  £10,000  we 
buy  another  device.  It  is  called  a  hand  to 
mouth  existence.  The  hospitalization  and 
rehabilitation  is  all  met  from  our  existing 
resources  but  ultimately  we  will  require 
more  staff. 

Now  the  second  question,  why  no 
patient,  the  answer  is  very  simple  we 
started  this  programme  in  Manchester  in 
the  Summer,  we  have  to  date  implanted 
one  patient  and  she  has  really  been  a  very 
great  success.  She  spends  a  lot  of  time 
travelling  around  now  as  you  can 
imagine.  At  present  she  is  in  Manchester 
having  some  fine  tuning  to  the  device.  I 
know  if  she  was  here  today  she  would 
leave  you  in  no  doubt  as  to  the  value  that 
the  implant  has  been  to  her.  We  are  doing 
two  further  implants  between  now  and 
Christmas,  I  won't  give  you  the  dates 
because  the  newspapers  might  be  lurking 
somewhere  and  they  are  also  keen  to 
know  when  operations  are  going  to  be 
performed.  Two  more  will  be  performed 
before  Christmas  and  two  more  after 
Christmas.  Then  we  start  begging 
again. 


Nicole  LEVY 

FRANCE 

THE  DEAF-BLIND  AND 
EMPLOYMENT 

Before  considering  the  place  given  to  the 
French  deaf-blind  on  the  labour  market, 
let  me  first  mention  some  elements  of  the 
special  legislation  for  handicapped 
persons,  from  the  points  of  view  of  both 
money  and  work  placements —which 
secondly  will  lead  us  to  study  the  job 
potentialities  offered  to  the  deaf-blind  — 
and  thirdly,  the  solutions  we  are  trying  to 
find  for  the  serious  problems  we  are  faced 
with  in  this  matter,  within  the  context  of 
the  ANPSA. 


I  SOME  MEASURES  TAKEN  IN 
FAVOUR  OF  HANDICAPPED 
PERSONS 

(only  for  those  with  a  100%  disability 
degree,  which  is  always  the  case  for  the 
deaf-blind). 

A.  Financial  measures  strictly  limited  to 
handicapped  persons 

Any  disabled  person  between  20  and  59 
(beyond  these  age  limits,  the  handicapped 
belong  to  other  schemes),  and  provided 
his/her  private  resources  do  not  reach  a 
statutory  maximum,  is  granted: 

a)  if  he/she  is  unemployed: 

—  an  allowance  for  adult  disabled  people 
( AAH)  the  monthly  amount  of  which 
was,  on  January  1st  1986: 

2,727,50  FF 

—  plus  a  monthly  supplementary  benefit 
for  needing  a  third  person  of: 

4,554,94  FF 

b)  if  he/she  is  working  and  get  wages,  or 
has  an  occupation  (provided  his/her 
resources  still  don't  reach  a  fixed 
maximum) 

—  a  compensatory  allowance,  the 
monthly  amount  of  which,  on  January 
1st  1988,  was  between: 

1,821,99  FF  and  3,643,98  FF 

—  a  welfare  rent  allowance  which  is 
granted  to  people  with  a  permanent 
disability  of  at  least  80%  and  who  are 
renting  or  in  the  process  of  buying 
their  home.  Its  amount  varies 
according  to  one's  income,  the  rent 
and  the  number  of  dependants. 

We  must  notice  that: 

—  these  allowances  are  not  affected  by 
tax 

—  unfortunately,  they  are  not  as  stable 
as  they  may  seem:  when  the  handi¬ 
capped  person  stays  in  a  special 
Home  for  more  than  45  days,  he/she 
is  deprived  of  88%  of  his  AAH,  and 
only  gets  327,30  FF  a  month  (12%) 

Likewise,  after  60  days  in  a  special  Home, 
the  whole  AC  (compensatory  allowance) 
is  stopped.  So,  it  is  advisable  not  to  be 
either  in  hospital  or  in  a  Home,  or  even  in 
jail,  especially  if  one  has  taken  out  a  long¬ 
term  loan. 

B  General  scheme  financial  measures 
In  some  cases,  various  general  family 
allowances  are  added  to  these  specific 
measures:  a  family  with  dependant 
children,  and  the  most  disadvantaged 
may,  for  instance,  get  a  rent  allowance,  a 
move  allowance,  medical  aid,  legal  aid  etc. 

C  Job  placement  of  the  disabled  person 
a)  reserved  jobs  in  ordinary  environ¬ 
ment: 

Originally,  it  was  provided  in  the  law  that 
every  employer,  having  at  least  20 


salaried  employees  in  his  business,  had  to 
reserve  3%  of  the  jobs  for  handicapped 
people.  But  this  rarely  implemented 
provision  turned  out  to  be  imperfectly 
respected  by  the  first  employer;  the  State 
itself. 

Recently,  it  has  been  replaced  by  a  new 
law  that,  in  the  same  proportion,  allows 
the  employer  to  choose  between  hiring  a 
handicapped  member  of  staff  or  paying  a 
tax  which  should  enable  the  implementa¬ 
tion  of  a  real  vocational  training  policy  for 
the  disabled.  (The  results  cannot  be 
analysed  yet.) 

b)  Outwork  allotment,  provided  for  by 
the  1975  framework  Act  for  government 
programme  in  favour  of  the  disabled.  This 
measure  may  have  had  a  beginning  of 
enforcement  for  some  physically 
handicapped  persons  in  particular,  but  it 
went  unheeded  as  far  as  we  are  concerned. 

c)  Sheltered  workshops  ("Centres  d'Aide 
par  le  Travail"  and  "Ateliers  proteges"). 

These  structures  for  disabled  or 
seriously  ill  workers  are  set  up  and  partly 
financed  by  the  government  or  the  local 
communities. 

One  CAT  for  the  deaf-blind  opened  in 
1986  in  Paris.  It  offers  20  jobs  to 
deaf-blind  workers.  Fifteen  of  them  live  in 
the  Home  adjacent  to  the  CAT. 

We  must  point  out  that  these  welfare 
measures  in  favour  of  the  disabled: 

—  do  not  encourage  the  government  to 
worry  about  their  job  placement 
particularly  in  view  of  the  increasing 
unemployment  rate 

—  do  not  encourage  the  persons  con¬ 
cerned  to  look  for  a  job  which,  in  most 
cases,  will  bring  them  in  less  than  the 
allowances  and  benefits  provided  for 
in  the  Law. 

II  THE  DEAF-BLIND  AND  WORK 

We  must  distinguish  the  Rubella  deaf- 
blind,  whose  chances  to  get  a  paid  job  are 
nil,  for  most  of  them,  from  the  persons 
who  have  become  deaf  and  blind.  Among 
the  latter,  we  also  have  to  make  a 
differentiation  according  to  the  moment 
of  acquisition  and  the  degree  of  the 
double  handicap  and,  consequently, 
according  to  their  general  education  and 
vocational  training. 

Until  the  beginning  of  the  sixties,  when 
no  welfare  measures  existed,  and  if  they 
were  not  cared  for  by  their  families  or  a 
charity,  the  disabled's  one  and  only 
option  was  to  turn  to  begging  or,  if  they 
could,  to  carry  on  a  trade.  The  working 
deaf-blind  were  mainly  chair-bottomers  - 
reseating  with  straw  and  canework  —  or 
brushmakers.  I  wish  to  mention  two 
deaf-blind  persons  who  have  carried  on  a 
retail  trade,  directly  dealing  with 
customers,  one  of  them  working  alone  as 
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a  pedlar  (selling  body  and  household 
linen),  and  the  other  working  with  his 
wife,  first  selling  his  own  products 
(brushes  and  brooms),  then  becoming  a 
seed  merchant. 

Some  people  worked  at  the  copying  of 
Braille  documents  in  Braille. 

If  chair-reseating  still  exists,  the  other 
activities  have  been  swept  away  by 
industrialization  and  electronics  progress, 
particularly  the  Braille  production  which 
is  now  done  by  computers. 

Now,  with  a  couple  of  exceptions: 

—  one  deaf-blind  woman  working  at  the 
"Caisse  d'Allocations  Familiales",  i.e. 
Family  Allowances  Office  (a  state 
organization) 

—  myself,  still  a  salaried  state  servant, 
now  on  secondment  to  the  ANPSA. 

All  the  working  deaf-blind  are 
dependent  on  a  Centre  and  are  generally 
under  40. 

Earlier,  I  mentioned  the  Paris  CAT. 
Three  workshops  are  operating:  chair¬ 
reseating,  small  packaging,  fancy 
jewellery-assembly.  They  act  as  sub¬ 
contractors. 

Our  "CAT"  system  has  three  major 
drawbacks: 

—  the  job  range  is  very  limited:  only 
small  manual  occupations. 

—  workers  are  not  really  part  of  the 
socio-professional  life. 

—  payment  rate  is  very  low  (70%  of  the 
SMIG:  Guaranteed  Minimum  Wage)  in 
order  to  compensate  for  the  running  costs 
of  these  Centres  that  require  quite  a  large 
training  staff. 

I  also  must  mention  the  La  Varenne 
Centre,  about  which  I  am  going  to  speak 
later,  and  which,  as  far  as  possible, 
integrates  its  young  adults  into  the 
external  professional  environment,  by 
organizing  training  sessions  in  business  or 
craft  workshops  that  are  likely  to  lead  to 
salaried  occupations. 


Ill  OCCUPATIONAL  ACTIVITIES 
CENTRES 

Earlier  I  mentioned  the  compensating 
solutions  found  by  ANPSA  and  the 
managing  organizations  to  remedy  the 
inadequacy  of  the  labour  market. 
Occupational  activities  must  be  seen  as 
unpaid  real  jobs.  The  deaf-blind  get  their 
resources  from  the  allowances  they  are 
granted. 

Halfway  between  the  above  men¬ 
tioned  two  systems,  the  La  Peyrouse  (for 
men)  and  Lamay  (for  women)  Homes  are 
offering  an  original  programme: 

Their  workshops'  production  (chair¬ 
reseating  for  the  men,  knitting  and 
crochet  for  the  women)  is  intended  for 
private  customers.  This  system  enables 


the  deaf-blind: 

—  to  have  an  occupation 

—  to  have  direct  contacts  with  the 
buyer:  for  the  order,  the  invoice  etc. 

—  to  get  small  savings  that  would  not  be 
sufficient  to  ensure  their  means  of 
existence. 

The  La  Varenne  Centre  had  originally 
planned  a  training  workshop  for  the  chair¬ 
reseating  trade.  This  workshop  is  still 
operating  and  an  apprenticeship  diploma 
sanctions  the  whole  training. 

It  turned  out  that  the  activities  had  to 
be  diversified,  something  else  had  to  be 
found.  Mr  Sarazin,  Head  of  this  Centre, 
will  tell  you  about  that  in  a  moment. 

The  current  economic  conditions  are 
unfavourable  for  placing  the  deaf-blind 
worker  into  active  community  life.  The 
nature  of  his/her  double  sensory  handicap 
entails  further  difficulties: 

—  a  lack  of  self-sufficiency  outside,  that 
prevents  him/her  from  travelling  alone 
from  home  to  work. 

—  a  dependence  on  other  people  that 
doesn't  help  him/her  to  move  around  the 
premises. 

—  a  lack  of  technical  means  allowing  the 
transmission  of  orders  at  work. 

—  and  above  all,  a  lack  of  technical 
means  allowing  the  transmission  of  safety 
rules.  This  last  point  alone  is  enough  to 
justify  the  possible  employers'  reluctance. 

However,  we  must  notice  that  all  the 
small  manual  occupations  traditionally 
carried  on  by  the  blind,  may  also  be  done 
by  the  deaf-blind.  But,  except  for  these 
"small  jobs",  there  is  just  nothing  for  the 
few  of  us  who,  before  or  after  the 
appearance  of  their  double  handicap,  were 
able  to  get  university  higher  degrees. 

There  could  be  only  one  solution  to 
this  dilemma:  sophisticated  technical  aids 
that  might  open  new  prospects,  both 
more  varied  and  realistic.  Some  of  these 
aids  are  in  the  shops,  but  their  prohibitive 
price  puts  them  out  of  our  reach.  The 
news  about  a  reduced  VAT  on  specific 
equipment  restored  our  hope.  However, 
this  reduction  is  not  effective  yet. 

Looking  forward  to  a  better  future,  the 
ANPSA  intends  to  continue  its  action  for 
occupational  Homes.  Three  projects  are 
currently  under  consideration.  They  are 
only  projects,  since  we  have  to  rely  on  the 
Authorities'  generosity! 


Graham  HICKS 

UNITED  KINGDOM 


PROVIDING  SERVICES  FOR 
DEAF-BLIND  PEOPLE  WITH 
ADDITIONAL  DISABILITIES 

In  Britain  today,  it  is  the  policy  of  our 
Government  to  place  the  responsibility 
for  providing  services  for  all  groups  of 
disabled  people  with  charitable  organiz¬ 
ations.  This  of  course  includes  deaf-blind 
people  with  additional  disabilities.  So 
what  is  the  impact  of  this  policy  on 
disabled  people  and  the  less  able  deaf- 
blind  in  particular. 

To  be  dependent  upon  charitable 
organizations  in  effect  means  that  services 
can  only  be  provided  if  sufficient  money 
can  be  raised  through  donations  from  the 
public  and  grant  making  trusts.  Very  little 
funding  is  provided  by  our  central 
Government.  Where  funding  has  been 
provided  by  Central  Government  it  has 
usually  only  been  short  term,  and  has 
largely  been  the  result  of  continued  heavy 
pressure  from  concerned  organizations. 

However,  the  resources  which 
presently  exist  fall  far  short  of  providing 
the  services  which  are  needed  for  deaf- 
blind  people.  This  is  especially  true  for  the 
less  able  deaf-blind  who  need  very 
specialized  services  both  within  education 
and  probably  throughout  adult  life. 

In  this  Country  the  majority  of  low 
ability  deaf-blind  are  those  bom  with 
congenital  rubella,  many  of  whom  were 
born  in  the  early  nineteen  sixties. 
Unfortunately  the  special  educational  and 
other  needs  of  these  people  have  never 
been  fully  recognized  by  the  authorities, 
which  has  meant  that  in  many  cases 
suitable  education  placements  have  not 
been  available.  Many  congenitally  deaf- 
blind  people  have  been  and  still  are  placed 
in  mental  institutions,  which  are 
unsuitable.  Even  when  a  child  has  been 
lucky  enough  to  receive  special  education 
and  has  acquired  skills,  there  is  often  no 
suitable  setting  for  them  to  move  to 
afterwards,  either  for  habitation,  care,  or 
employment.  The  result  has  often  been 
that  the  child  or  adult  has  either  been 
placed  in  a  mental  institution  or  has 
returned  to  live  with  their  parents.  In 
cases  where  no  educational  or  other 
placement  has  been  found,  parents  have 
had  to  care  for  their  deaf-blind  child  or 
adult  for  many  years  with  little  support. 

It  is  not  therefore  surprising  that  the 
main  organization  concerned  with 
providing  services  for  this  group  of 
people  was  started  by  parents.  SENSE  is  a 
national  organization  which  has  been 
battling  for  years  to  try  and  improve  the 
quality  of  life  for  deaf-blind  children  and 
young  adults. 

We  have  opened  a  number  of  special 
units  within  existing  schools,  and  several 
rehabilitation  centres.  SENSE  is  also 
involved  in  putting  pressure  on  the 
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government  to  recognize  deaf-blind 
peoples'  needs,  and  as  having  the  same 
rights  as  the  rest  of  society. 

Our  progress  has  been  good,  but  we 
still  have  a  very  long  way  to  go.  For 
example,  there  is  still  a  question  mark 
hanging  over  the  future  of  deaf-blind 
people  after  rehabilitation.  While  we  are 
aware  of  many  of  the  necessary  services 
which  are  needed,  we  can  only  do  what 
our  resources  permit. 

Deaf-blind  people  have  a  right  to 
better  opportunities,  but  in  order  to 
achieve  this  we  need  and  must  have  the 
full  recognition  and  support  of  our 
Government! 


Valeri  CHULKOV 

USSR 

DEFINITION  OF 
DEAF-BLINDNESS  IN  THE 
USSR 

(Research  Institute  of 
Defectology  of  the  Academy  of 
Pedagogical  Sciences  of  the 
USSR,  Moscow) 

In  this  country  the  term  deaf-blindness  is 
used  in  two  meanings.  In  the  broad  sense 
as  a  general  term  — it  implies  all  persons 
having  sensory  impairments,  i.e.  visual 
and  hearing  impairments  and  requiring 
special  support.  In  the  narrower  sense  it 
designates  persons  with  profound  visual 
impairments  (blindness)  and  profound 
hearing  impairments  (deafness).  For  each 
of  these  impairments  there  are  used  either 
medical  or  educational  definitions. 

Experts  in  the  field  of  social  rehabilita¬ 
tion  of  the  deaf-blind,  their  vocational 
training  and  special  education  in  fact  have 
in  mind  both  meanings  of  the  term  deaf¬ 
blindness  and  if  it's  necessary,  they 
specify  the  group  of  visually  and  hearing 
impaired  under  discussion. 

Practically,  they  include  partially 
sighted -deaf,  hard-of-hearing-blind  into 
the  group  of  persons  designated  by  the 
general  term  deaf-blindness.  Persons  with 
mild  impairments  are  not  included  in  this 
group. 

Much  depends  on  the  fact  of  who  is  put 
into  special  establishment.  In  the 
residential  house  for  deaf-blind  children  in 
Zagorsk  (Moscow  region)  there  are 
enrolled  children  with  the  following 
indices:  according  to  the  state  of  vision  - 
totally  blind  and  blind  with  residual  vision 
with  visual  acuity  from  sensitivity  to  light 
to  0  04,  partially  sighted  with  visual 
acuity  from  0  05  up  to  01  inclusive,  with 
correction  of  glasses  on  the  better  sighted 


eye  and  better  visual  acuity  but  with 
additional  impairment,  e.g.  contraction  of 
visual  field  or  with  unfavourable 
prognosis;  according  to  the  state  of 
hearing  -  the  deaf  and  hard-of-hearing 
with  such  loss  of  hearing  that  doesn't 
allow  them  to  comprehend  normal  speech 
by  the  ear  with  the  help  of  hearing  aids. 

The  decision  to  enrol  a  child  into  the 
residential  house  for  the  deaf-blind  is 
made  by  the  staff  of  the  Ministry  of  Social 
Welfare  on  the  basis  of  the  diagnosis  put 
to  a  child  at  the  Laboratory  of  Education 
of  Deaf-Blind  Children  at  the  Institute  of 
Defectology  after  complex  medical- 
pedagogical  examination. 

At  the  present  moment  350  children 
with  complicated  sensory  impairments 
have  been  examined  at  the  laboratory. 
Thanks  to  the  complex,  dynamic  studies 
conducted  during  a  number  of  years,  it 
became  possible  to  start  a  differentiated 
education  of  children  with  complicated 
sensory  impairments.  This  leads  to  the 
improvement  of  the  diagnostics  of  deaf¬ 
blindness,  particular  early  diagnostics 
with  the  help  of  objective  methods  and 
also  the  diagnostics  of  intellectual 
problems  that  sometimes  accompany  the 
complicated  sensory  impairments.  The 
achievements  in  the  process  of  education 
of  the  deaf-blind  begin  to  correlate  more 
exactly  with  differential  description  of 
development  of  children  in  ontogenesis 
and  with  the  type  of  special  education. 
Due  to  the  received  data  there  are 
revealed  new  typologies  of  the 
development  of  children  with  compli¬ 
cated  sensory  impairments  and  the  thesis 
of  special  education  about  the  importance 
of  causes  of  the  impairment,  period  of  its 
appearance,  time  of  the  beginning  and 
methods  of  education  is  confirmed. 

On  the  number  of  parameters 
important  for  psychological-educational 
assessment  of  peculiarities  of  the 
development  of  children,  there  are 
distinguished  the  following  groups  of 
children  with  complicated  sensory 
impairments. 

Children  with  congenital  hearing  and 
visual  impairments  make  up  84  per  cent  of 
the  examined  group  of  children.  The 
majority  of  children  in  this  group  have 
congenital  cataract  and  neurosensory 
deafness. 

According  to  the  intactness  of  vision 
and  hearing  there  are  distinguished  the 
following  groups:  1)  the  deaf-blind  (not 
more  than  10  per  cent),  2)  the  deaf-blind 
with  functional  residual  vision  (approxi¬ 
mately  10  per  cent),  3)  the  partially 
sighted-deaf  and  partially  sighted-hard- 
of-hearing  (approximately  70  per  cent), 
4)  the  blind-hard-of-hearing  (about  10 
per  cent).  Among  all  these  cases  there  are 
especially  singled  out  children  with 
progressive  loss  of  vision  and  hearing. 


e.g.  children  with  Usher  Syndrome. 

By  the  degree  of  intactness  of 
intellectual  prerequisites  to  the  develop¬ 
ment,  the  examined  group  of  children  also 
turned  out  to  be  heterogeneous.  More 
than  30  per  cent  have  the  damage  of  the 
central  nervous  system  that  causes  mental 
retardation.  Large  numbers  of  children  in 
this  group  suffer  from  specific  develop¬ 
mental  backwardness.  As  for  the 
assessment  of  the  state  of  emotional- 
volitional  sphere  there  are  distinguished 
two  groups:  with  relatively  intact 
emotional-volitional  sphere  and  the 
damaged  one. 

Tasks  of  the  scientific  elaboration  of  the 
methods  of  special  education  are 
identified  with  respect  to  all  above 
mentioned  groups  of  children  equally  to 
some  general  tasks. 

The  success  of  the  early  differential 
diagnostics  of  deaf-blindness  greatly 
depends  on  the  organization  of  the  whole 
service  for  early  identification  of  children 
with  developmental  problems. 

The  investigation  of  the  problem  of 
studying,  education  and  development  of 
deaf-blind  children  in  view  of  its  extreme 
difficulty  and  multitude  of  active  factors 
demands  the  specialists  of  different  fields 
of  science  (medical  genetics,  neuro¬ 
physiology,  education,  psychology, 
psycholinguistics,  medical  technology 
etc.)  to  be  united  and  the  complexity  of 
the  scientific  approach  and  the  progress¬ 
ive  experience  of  different  countries  in 
this  branch  to  be  taken  into  account. 


Dorothy  BARR 

UNITED  KINGDOM 

THE  EMANCIPATION  OF  THE 
DEAF-BLIND  PEOPLE 

There  was  a  time  when  the  behaviour 
pattern  of  deaf-blind  people  was  akin  to 
that  of  the  timid  little  creature,  "the 
tortoise".  The  little  tortoise  carried  its 
house  on  its  back,  and  only  ventured  out 
when  necessary,  and  then  cautiously. 
Thas  was  the  way  of  the  deaf-blind. 

Today  there  are  great  changes  in  the 
ways  of  deaf-blind  people.  They  are  on 
the  move,  fighting  for  their  rightful  place 
in  society. 

Many  older  deaf-blind  people  are 
finding  the  courage  to  do  their  own  thing. 
It  may  be  very  small,  just  a  walk  around  a 
familiar  environment,  a  visit  to  a  coffee 
shop,  taking  their  tactile  reading  and  for  a 
time  being  a  part  of  the  strange  world 
they  live  in.  It  is  not  much,  but  it  takes 
great  courage. 
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So  many  hazards  to  contend  with  and, 
not  the  least  of  them,  the  people  who  rush 
about,  never  looking  where  they  are 
going.  Ask  them  what  they  are  doing, 
always  the  same  answer  — nothing  much, 
or  shopping,  bored  with  life. 

The  education  standards  of  the  young 
deaf-blind  are  much  higher,  they  are 
going  to  keep  on  improving.  The  new 
aids,  especially  computers,  will  mean  an 
end  to  numerous  tactile  text  books,  with 
the  storage  problems  they  bring  and  the 
time  wasted  finding  the  book  a  student 
needs.  Instead,  lectures  will  be  stored  by  a 
student  on  a  computer  and  all  that  is 
needed  is  the  knowledge,  the  ability  to 
press  a  few  buttons  and  your  lecture  is 
right  there,  under  your  finger. 

There  is  also  the  telephone  for  deaf- 
blind  people.  Very  expensive  at  the 
present  time,  but  we  can  hope  as  more  and 
more  deaf-blind  are  enabled  to  have  this 
aid  to  contact  the  outside  world  and  the 
freedom  it  brings,  that  costs  will  become 
reasonable. 

The  higher  the  standard  of  education, 
the  greater  the  need  to  make  use  of  it,  to 
the  need  for  fulfilment.  Educated  people 
will  not  be  content  to  stay  at  home  and 
watch,  no  they  can't  watch.  Just  sit  while 
the  world  goes  by,  and  they  have  no  part 
in  it.  These  people,  the  youngsters, 
children,  deaf-blind  of  today,  will  be 
determined  to  take  an  active,  and  their 
rightful  place  in  the  world.  They  will  go 
out  and  about  and  will  do  it  alone,  they 
must,  they  cannot  be  expected  to  wait  and 
become  frustrated  because  they  have  the 


education  enabling  them  to  do  a 
worthwhile  job,  suited  to  their  talents. 

There  will,  however,  always  be  the 
two  great  hurdles  to  overcome, 
communication  and  recognition.  There  is 
an  answer  to  these  great  difficulties,  there 
can  be  no  better  an  answer -the  red 
banded  cane. 

I  have  proved  the  worth  of  this  cane 
beyond  any  doubt.  I,  elderly,  totally  deaf, 
and  have  been  for  well  over  thirty  years.  I 
also  have  the  third  problem  of  some  deaf- 
blind  people,  bad  balance.  I  live  in  a  world 
of  shapes,  figures,  nothing  very  clear.  Yet, 
I  go  out  alone,  I  do  my  shopping.  I  can't 
even  see  where  the  shop  is  at  times.  I  live 
in  a  very,  very  busy  holiday  resort,  a 
popular  place  for  retirement,  so  even  in 
winter  it's  full  of  life  and  people.  I  have 
gradually  become  recognized  by  my  cane. 
With  recognition  people  have  learned  to 
communicate  using  the  capital  letter 
method.  When  I  walk  into  large 
supermarkets  now  an  assistant  will  come 
to  help  me  do  my  shopping.  I  also  have 
gained  assurance  knowing  the  cane  is 
understood.  In  the  case  of  emergency, 
someone  is  sure  to  understand  my 
difficulty  and  explain  to  others.  I  meet 
people  now,  they  will  stop  me,  talk  to  me, 
take  me  for  a  coffee,  a  meal  maybe,  make  a 
date  to  meet  again.  This  is  all  very  new, 
for  years  I  walked  alone,  none  would  stop, 
they  had  learned  I  could  not  hear.  The 
advantages  of  this  cane  are  outstanding.  If 
the  world  recognized  these  red  bands,  a 
great  deal  of  tension,  and  frustration 
would  be  lifted  from  the  deaf-blind 


people,  who  are  prepared  to  fight  for  their 
freedom  of  rights. 

There  is  another  point,  the  world  has 
shrunk,  international  travel  is  taken  for 
granted.  With  the  cane  there  should  also 
be  an  international  symbol  to  be  worn  by 
the  deaf-blind.  Badges  are  not  visible 
unless  a  person  actually  bends  forward  to 
look  at  them.  Also  the  pins  of  a  badge  do 
spoil  a  woman's  clothing  or  even  a  man's 
shirt  if  he  is  not  wearing  a  jacket.  What  is 
needed  is  a  sticker,  explaining  the  red 
bands,  worn  in  conjunction  with  using  the 
cane. 

I  am  asking  this  Conference  to  promote 
the  use  of  this  cane.  I  am  also  asking  any 
deaf-blind  person  in  authority  to  also  use 
this  cane,  even  if  being  guided,  a  small 
folding  cane  could  serve  to  promote  the 
speciality  of  our  cane. 

There  has  been  great  resistance  to  this 
cane,  why  is  that?  After  all  we  do  not  look 
at  the  cane,  its  there  for  the  benefit  of  the 
public  to  help  the  deaf-blind.  I  am  asking 
you  to  be  more  positive,  not  to  do  so 
much  talking  about  things  that  will  not  be 
of  practical  use  to  the  ordinary  deaf-blind 
person. 

The  world  needs  to  know  we  are  deaf, 
we  are  blind,  but  our  brains  and  our 
bodies  are  quite  normal.  In  fact,  we  are 
very  skilled  people  who  must  make  use  of 
every  power  left  to  us,  and  we  do  have 
power,  it's  there  waiting  to  be  used. 
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‘Reports  from 
European  Countries’ 


BELGIUM 

FRANCINE  &  GUNTER  DeHAAN 

On  17th  October  1983,  parents  of  children 
and  adults  with  the  dual  sensory  handicap 
took  the  initiative  to  form  “The  Anna 
Temmerman  Association,  Snaggaardstraat, 
9,  8000  Brugge."  The  main  objective  is  to 
look  after  the  interests  of  children  and 
adults  having  both  a  visual  and  hearing 
impairment  in  the  Flemish  part  of  the 
country.  We  try  to  do  this  by: 

—  helping  the  deaf-blind,  their  parents 
and  all  people  concerned  regardless  of 
their  ideological  background; 

—  stimulating  prevention  and  early 
detection  of  this  handicap; 

—  fostering  study  and  research  on 
this  subject  as  well  as  on  the  services 
provided  for  this  category  of  people; 

—  making  the  community  aware  of 
their  specific  problems  and  develop¬ 
mental  possibilities; 

—  promoting  appropriate  services. 
The  association  also  seeks  to  bring 

together  parents  facing  the  same  problems. 
Meetings  are  held  to  stimulate  further 
contacts  between  parents,  professionals 
and  voluntary  workers. 

The  association  encourages  exchange 
of  knowledge  between  national  services 
and  associations. 

1)  We  would  like  to  bring  to  your 
attention  the  situation  of  deaf-blind 
persons  in  psychiatry  or  psychiatric 
hospitals. 

The  questions  we  ask  ourselves  are: 

a)  How  can  we  prevent  these  people 
from  being  in  psychiatric  hospitals? 

b)  How  can  we  detect  them? 

c)  Is  it  possible  to  have  a  specific 
programme  or  guidance  within 
psychiatric  hospitals? 

d)  What  can  we  do  to  get  them  out  of 
those  hospitals;  in  other  words  is  there 
an  alternative? 

2)  The  importance  of  volunteers:  in 
services  for  deaf-blind  people. 

We  would  like  to  ask  some  questions 
to  the  other  countries  represented  here: 

a)  Do  you  have  any  experience  in 
working  with  volunteers? 

b)  How  is  the  work  with  volunteers 
structured;  are  they  merely  interpreters, 
are  they  paid  and  by  whom  are  they 
paid? 


3)  In  the  past  we  did  a  survey  in  Flanders 
to  ascertain  how  many  deaf-blind 
people  there  were  at  the  moment  but 
now  we  need  to  know  more  about 
them: 

For  instance  what  are  their  difficulties, 
how  do  they  communicate;  what  are 
their  possibilities  and  problems? 

The  problem  however  is  the  lack  of 
money  to  support  such  a  project.  How 
is  the  situation  in  other  countries? 

4)  Wouldn't  it  be  a  good  idea  to  exchange 
reports  of  each  country  so  that  every 
organization  knows  what  is  going  on 
in  the  different  countries?  This  could 
be  possible  through  an  international 
newsletter. 

But  the  question  still  remains  who  is 
going  to  translate  it  in  the  language  of 
each  Country? 

And  is  it  possible  to  have  an  address 
where  all  the  reports  can  be  centralised? 

5)  The  Anna  Temmerman  Association  is 
in  favour  of  international  exchange  of 
international  deaf-blind  groups. 

6)  We  would  like  to  mention  the  following 
problems. 

a)  Some  technical  aids  are  no  longer 
available  and  have  not  yet  been 
replaced  by  others.  For  instance,  'Telia 
Touch".  Is  this  due  to  lack  of 
co-ordination  between  countries  or 
industries? 

b)  It  seems  that  most  of  the  newly 
developed  technical  aids  are  much  too 
sophisticated,  too  big,  and  too 
expensive  to  be  used  by  a  lot  of  people. 
Some  people  only  need  a  good 
communication  device  to  use  in  their 


immediate  environment  and  don't 
need  all  the  computer  applications 
and  so  on. 

7)  In  Belgium  only  work  rehabilitation  is 
supported  by  the  Government. 
However  we  think  that  social 
rehabilitation  is  equally  important  or 
even  more.  This  leads  to  a  situation 
whereby  a  lot  of  people  are  excluded 
from  getting  technical  aids,  or  guidance 
services.  The  consequence  has  been 
that  those  people  tend  to  become 
more  and  more  isolated.  It  should  be 
possible  to  lend  these  people  the 
devices  and  aids  they  need  for  their 
communication  for  leisure  time  activity, 
in  order  to  make  it  financially  possible 
for  everyone  to  profit  from  existing 
aids  and  possibilities.  At  the  first 
Congress  in  Gothenburg  it  was  stated 
that  research  and  technology  concern¬ 
ing  deaf-blind  people  should  be  done 
with  co-operation  of  all  European 
countries.  What  is  the  situation  now? 

8)  Next  year  there  is  a  European 
Conference  at  Warwick  University 
organized  by  the  International 
Association  for  the  Education  of  the 
Deaf-Blind. 

a)  Wouldn't  it  be  a  good  idea  for  a 
delegation  of  the  European  Commis¬ 
sion  on  Services  to  the  Deaf-Blind  to 
bring  the  results  of  this  Conference  at 
Warwick? 

b)  Can  we  recommend  to  the 
International  Association  to  pay 
equal  attention  to  rehabilitation  of 
adult  deaf-blind  and  not  only  to  the 
education  of  children? 
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DENMARK 

OVE  BEJSNAP 

1  will  talk  shortly  about  what  has 
happened  in  Denmark  during  the  last 

2  years.  The  development  has  followed 
two  ways:  services  for  children  and 
services  for  adults. 

» 

Adult  deaf-blind  persons  established 
their  own  Association  in  June  1987.  It  has 
a  Board  of  6  members:  4  deaf-blind  and 
2  volunteers.  The  Association  has  an 
assembly  every  year.  The  Association  is 
open  to  all  adult  and  young  deaf-blind 
persons.  It  has  started  co-operating  with 
another  Danish  Association  established 
8  years  ago  by  parents  of  deaf-blind 
children  and  young  persons.  We  look 
forward  also  to  co-operating  with  the 
Associations  in  other  Scandinavian 
countries  for  the  benefit  of  deaf- 
blind. 

Concerning  services  for  the  children 
and  the  young  persons  I  can  report: 

We  have  a  school  for  children  and 
young  pupils  bom  deaf-blind. 

We  have  a  centre  for  young  persons 
18-23  years  old. 

In  1987  a  home  opened  for  those  who 
are  above  23  years  and  this  year  we  are 
converting  an  old  home  into  another 
modem  centre  also  for  persons  above 
23  and  bom  deaf-blind. 


ADULTS 

We  can  offer  various  activities,  which 
deaf-blind  themselves  arrange.  I  shall 
mention  them  in  short  words: 

Club  activities  in  Copenhagen  and  in 
the  province  Tandem  camp  for  young 
persons 

Travelling  abroad  once  a  year 
Theatre-club  (most  positive  for  own 
personal  development  and  for  informa¬ 
tion  to  the  hearing  world) 

Courses  (evenings —weekends) 
Different  courses  at  the  high-school  for 
adult  deaf  persons  (weekends,  2  weeks, 
14  weeks) 

Next  year  we  will  arrange  a  chess 
championship. 

HOME  SERVICE 

Finally,  a  word  about  Contact  Persons 
(home  assistants): 

2-3  years  ago  a  few  Local  Authorities 
decided  to  employ  so  called  Contact 
Persons  (home  assistants),  who  visit 
deaf-blind  people  in  their  homes.  They 
help  them  by  social  contact,  with 
information,  paper  reading,  shopping, 
arranging  to  take  them  to  clubs  and  with 
visits  by  friends  and  family. 

They  are  paid  by  Local  Authorities. 
They  are  employed  for  30—100  hours  a 
month  for  each  deaf-blind  person.  Today 
more  than  30  Contact  Persons  are  at 
work. 


FRANCE  Nationale  pour  les  sourds-aveugles), 

37-39  rue  Saint  Sebastien,  75011  Paris, 
NICOLE  LEVY  the  French  Association  for  the  Deaf- 

blind  started  in  1978.  We  have  about 
150  members,  not  only  deaf-blind. 


Unfortunately,  we  only  know  approxi¬ 
mately  the  number  of  deaf-blind  people  in 
France. 

Our  Association  knows  of  468  people 
between  0  to  60  years  old,  but  this 
number  is  far  from  the  reality. 

One  feature  of  our  Association  is  that 
representatives  from  the  different  groups 
form  our  Association. 

—  Deaf-Blind  People 

—  Parents 

—  Friends 

—  Professionals 

—  Representatives  of  Centres  for 
the  Deaf-Blind. 

This  team  has  a  Chairman  who  changes 
every  3  years.  The  present  chairman  is 
Nicole  Levy. 

Our  Association  offers  different 
Services. 

—  Information  about  new  techno¬ 
logy 

—  Contacts  and  negotiations  with 
the  different  authorities 

—  Organize  annual  meetings  for 
deaf-blind  people 

—  Meetings  with  other  Associations 

—  Printing  different  braille  Publica¬ 
tions 

—  Give  staff  training  for  workers 
with  deaf-blind 

The  projects  for  the  next  few  years  are 
particularly  to  develop  services  for  deaf- 
blind  people  who  live  on  their  own.  We 
hope  that  within  the  next  few  years  we 
can  make  more  progress  in  getting  deaf- 
blind  people  more  interested  in  their 
Association. 

Actual  establishments  for  deaf-blind 
people  in  France: 


CHILDREN 

—  2  Family  Centres:  Poitiers  &  Paris 

—  3  Centres  for  children:  4  to  20  years 
old 

—  Paris:  40  children 
—  Toulouse:  25  children 
—  Poitiers:  26  children 
1  unit  for  children,  deaf  and  blind,  in  a 
school  for  the  blind  in  Besancon  (10 
children). 


ADULTS 

—  1  Home  and  Workshop  in  Paris  (20 
places) 

—  1  Home  and  Workshop  in  Poitiers 
(40  places) 

—  1  Home  for  old  deaf-blind  men:  La 
Peyrouse  (5  people) 

—  1  Home  for  old  deaf-blind  women: 
Lamay- Poitiers  (25  people). 


Our  Association  A.N.P.S.A.  (Association 
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ITALY 

SABINA  SANTILLI 

At  the  age  of  seven,  while  attending 
school,  I  became  totally  deaf-blind 
because  of  meningitis.  A  few  years  later  at 
the  "Augusto  Romagnoli"  school  for 
special  education  of  the  blind  in  Rome,  I 
attended  primary  and  secondary  schools; 
then,  in  Florence  I  completed  my 
professional  education  in  the  National 
Institute  for  Blind  Adults. 

In  1948  I  began  to  study  deaf-blind 
problems  and,  by  correspondence  in 
French,  Esperanto,  English  and  German,  I 
made  contacts  with  deaf-blind  people 
throughout  Europe,  the  United  States  and 
Canada.  Then,  having  found  the  deaf- 
blind  in  Italy  and  knowing  their  needs,  I 
worked  on  their  behalf. 

In  1964,  with  the  assistance  of  friends,  I 
founded  the  "Lega  Del  Filo  D'Oro"  — that 
is  the  League  of  the  Golden  Thread: 
meaning  by  this  the  thread  of  good 
friendship  linking  the  deaf-blind  among 
themselves  and  with  their  helpers  (just  as 
the  National  Deaf-Blind  Helpers  League 
do  in  England). 

Now,  on  retirement  after  12  years  of 
work  for  the  deaf-blind  and  multi-handi¬ 
capped  blind  at  the  Italian  Union  of  the 
Blind  (Unione  Italiana  Dei  Ciechi),  I 
continue  taking  interest  in  the  activities 
for  the  deaf-blind  at  home  and  abroad. 

ITALIAN  PROSPECTS  FOR 
DEAF  AND  BLIND 

In  Italy,  we  try  to  help  deaf-blind  people 
as  much  as  we  can  to  gain  access  to  a  life 
as  normal  as  possible,  active  and  happy. 
We  try  to  break  their  solitude  by  creating 
more  social  contacts  and  communication 
(finger  spelling  MALOSSI  writing 
machine  in  print  and  in  braille  . . .  etc). 

The  League  Del  Filo  D'Oro,  that  means 
Golden  Line  League  of  Friendship,  wants 
to  unite  the  deaf-blind  together  and  also 
with  their  sighted  friends.  The  League 
was  founded  in  1964  and  the  main  office  is 
in  Osimo  (near  Ancone  on  the  Adriatic 
Coast).  Our  Association  works  for  the 
rehabilitation  of  adults  and  individual 
independance  and  also  for  organized  craft 
workshops. 

In  Osimo  men  and  women  learn  house 
skills  and  also  some  work  adapted  to  their 
own  ability.  In  the  adult  group  called 
Kalorama,  some  people  work  in  the 
workshops,  alternately  cleaning  the 
house,  preparing  meals  etc.  Lucia  for 
example  works  in  the  laundry  doing  the 
ironing  in  the  institute  for  re-education 
"Nostra  Casa"— "our  house"  and  gets  a 
regular  wage. 

The  League  in  Osimo  also  works  for 
the  education  for  deaf-blind  children. 


Those  bom  like  that  are  very  often  multi¬ 
handicapped  and  their  education  is  more 
difficult  and  uses  more  staff  and  of  course, 
more  money,  because  we  have  to  provide 
individual  programmes. 

Also  the  institute  organizes  important 
scientific  research  in  psychology,  specific 
pedagogical  and  medical  aspects.  Also  we 
give  staff  training  for  teachers  and  care 
staff. 

For  tactile  communication  with  deaf- 
blind  people,  we  use  block  capital  letters 
on  the  palm  of  the  hand,  braille  and 
signing.  We  also  adopt  the  Malossi  finger 
spelling,  extremely  simple,  clear,  quick 
and  also  very  aesthetic.  This  communica¬ 
tion  system  is  well  appreciated  and  now 
nationally  used  in  our  country. 

Finally,  with  the  Italian  Union  CIECHI, 
the  Lega  Del  Filo  D'Oro  organize 
holidays  at  the  sea-side  or  in  the 
mountains  every  year  and  also  social 
meetings,  recreation  time  and  cultural 
meetings. 

In  Avezzano,  we  have  a  group  of 
volunteers,  men  and  women,  specially 
trained  for  guide/interpreters,  for  giving 
information  and  going  out  with  the 
deaf-blind  people.  This  group  organizes  a 
friendship  week  for  the  deaf-blind  (at 
Christmas).  It's  an  opportunity  for  the 
lonely  people  to  feel  as  a  family  with 
friends.  It's  a  very  good  experience  for  all 
of  us  and  everybody  enjoys  this  time. 

MANUAL  ALPHABETS  FOR 
THE  DEAF-BLIND 
(Some  considerations  and  experiences 
with  different  hand-alphabets  for 
deaf-blind  people  by  Sabina  Santilli.) 

ONE-HAND  MANUAL 

When  I  entered  the  "ROMAGNOLI" 
school  for  the  Blind  in  Rome,  I  soon 
learned  the  Malossi  manual  alphabet. 
Then  I  realized  that  not  all  people  there 
used  it,  but  did  another  quite  different 
one.  This  was  the  "One-handed"  manual, 
as  used  in  the  United  States,  with  some 
letters  a  little  modified. 

In  the  beginning  they  told  me,  it  was 
used  to  communicate  with  a  deaf-blind 
lady  living  there,  in  the  "MARGHERITA 
DI  SAVOIA"  institute  for  the  Blind,  to 
which  the  Romagnoli  School  was 
connected,  and  it  was  still  used  with  a  deaf 
and  partially  sighted  woman,  Cesira. 
Then,  in  order  to  have  as  much 
conversation  as  possible  with  everyone  in 
the  institute,  I  learned  the  One-handed 
too.  I  remember  that  Teresa,  a  little  blind 
woman,  was  spelling  with  this  manual 
very  swiftly.  "Do  spell  more  slowly!"  I 
asked  her.  —  "There  was  a  brave  lady,  very 
clever  in  understanding  so  fast."  She  told 
me. —  "But  she  was  of  course  a  grown-up 
person!"  answered  I  promptly  (I  was  only 


ten  years  old  then).  Indeed  if  I  didn't  put 
my  hand  completely  upon  hers  — a  short, 
fat  hand,  knocking  against  mine,  boxing 
and  fighting  quickly -I  could  not  catch 
each  letter's  feature,  so  missing  letters 
very  often  and  misunderstanding  words. 
Even  now  it  is  so,  especially  when  I  am 
" reading "  from  a  big  hand.  Yet,  some  years 
after  I  left  the  institute,  one  of  those 
hearing  blind  ladies,  who  used  both  the 
manuals  very  well,  wrote  to  me:  "With 
the  Malossi  manual  I  could  repeat  to  you 
sermons  while  listening  to  them;  but  with 
the  Cesira's  I  couldn't  because  of  the  many 
gestures  and  workings  of  the  hand  taking 
much  more  time."  This  is  all  I  have 
effectively  experienced  with  the  One- 
handed  manual. 

Since  then  I  have  learned  and  tried 
several  other  methods,  either  for  sighted 
Deaf  or  for  the  Deaf-blind.  About  the 
former  ones,  I  have  to  own  that  I  do  not 
like  much  gesticulation  in  spelling  to  us: 
to  the  eyes  of  those  who  do  not  know  us, 
it  may  seem  a  queer,  unaesthetic 
gymnasticing  without  any  significance. 
Although  admitting  the  necessity  for  the 
sighted  Deaf  to  have  visible  signs,  some 
gestures,  however,  I  wouldn't  like  to  see 
when  I  was  ill,  because  in  making  them 
one  does  give  the  unpleasant  impression 
(feeling)  of  a  crazy  man.  Some  people  said 
to  me  they  had  the  same  effect.  But  for  us 
Deaf-blind  it  isn't  necessary  for  so  much 
gesticulation,  and  we  can  quietly  search 
for  and  choose  the  best  method  for  our 
hands. 

A  comparison  of  various  manuals  for 
the  Deaf-blind.  I  always  do  use  the 
printing  in  the  palm  just  for  those  who 
meet  me  for  the  first  time  and  cannot  learn 
anything  once;  so  they  will  speak  to  me 
simply  writing  in  my  hand.  This  universal 
method,  however,  isn't  too  easy  for  long 
or  everyday  chats:  it  is  not  always  clear 
nor  fast  enough,  and  requires  some  effort 
of  concentration  from  both  the  speaker 
and  the  listener. 

The  German  Lorm  and  the  English 
Evans'  manuals  are  clear  enough;  only 
they  do  take  as  much  time  and  effort  from 
the  speaker  as  the  One-handed  and  they 
are  not  practicable  in  whatever  hand  or 
position. 

I  discovered  that  the  American 
"lettered  glove"  was  like  the  one  used  in 
Switzerland,  though  the  letters'  arrange¬ 
ment  was  otherwise.  Doubtless,  these 
methods  are  very  easy  and  practical  as 
well  as  speedy;  but  I  realized  that  the 
letters  are  too  near  each  other  on  the  same 
finger,  so  that,  especially  on  small  hands, 
the  speaker  must  keep  his  attention  on  the 
deaf-blind  person's  hand  to  tap  each  letter 
at  its  right  spot,  nor  can  he  spell  while 
looking  elsewhere -at  the  page,  for 
instance,  reading  from  ink-print  or  at  an 
object  describing  it.  Well,  in  the  following 
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I  shall  speak  about  the  Malossi  manual, 
which  seems  to  give  some  remedies  to 
these  inconveniences. 

THE  MALOSSI  MANUAL 
ALPHABET 

(Eugenio  Malossi  was  a  deaf-blind 
Neapolitan,  who  lost  both  his  sight  and 
hearing  at  the  age  of  seven.  In  the  Naples 
Institute  for  the  Blind,  where  he  was  for 
his  education,  he  elaborated  the  manual 
alphabet  which  took  his  name  and  is 
now  used  generally  by  the  deaf-blind 
in  Italy.  He  died  in  May  1930,  at  the  age 
of  45.) 

Looking  at  the  picture  I  am  presenting, 
one  may  imagine  a  lettered  glove;  but 
attention!  The  red-written  letters  (P  Q  R  S 
T  U  V  W  X  Y  Z)  should  be  lightly 
pinched,  and  the  blue-written  simply 
tapped.  In  such  a  way,  the  letters  are  so 
well  distinct  from  each  other,  that  it  is 
hard  to  mix  them;  and  their  arrangement 
on  the  fingers  are  very  simple  and  easy  to 
put  in  to  memory;  and,  as  soon  as  one  is 
accustomed  to  it,  he  will  be  able  to  spell 
without  watching  the  written  letters. 
Blind  people  also  can  use  this  manual 
quite  easily. 

To  demonstrate  to  what  point  the 
Malossi  manual  is  practical,  simple,  clear 
and  fast,  I  do  mention  some  facts.  Many 
persons  once  trying  this  manual,  never 
did  forget  it  even  using  it  seldom.  Even 
little  children  living  with  me  learn  very 
early  how  to  speak  to  me.  One  of  them 
began  to  spell  words  on  my  hand  when  he 
was  only  three  years  old. 

At  the  "ROMAGNOLI"  school  the 
blind  children  generally  began  spelling  to 
me  with  the  Malossi  from  the  age  of  six  or 
seven,  according  to  the  wish  of  the 
Director,  Prof.  Augusto  Romagnoli 
himself,  who  recommended  that,  as  much 
as  possible,  all  people  in  the  institute 
should  speak  to  me  as  they  did  among 
themselves,  so  that  I,  too,  would  have 
normal  chat  with  almost  everyone  there. 
Isn't  this  an  excellent  example  of  wisdom 
worth  imitating  in  every  institute  or  home 
where  there  is  a  deaf-blind  person?  For,  in 
this  way,  he  or  she  would  have  a  much 
better  understanding  with  others  and  an 
easier  life.  Yet,  persons  accustomed  to 
piano  playing  in  the  school  very  soon 
were  spelling  rapidly  with  all  the  five 
fingers  of  the  hand,  as  if  they  were  the 
piano  keys  in  the  shortest  notes 
(semibischromes).  Even  repeating  to  me 
the  words  of  a  song,  they  did  so  according 
to  the  rhythm  and  musical  aria.  My  sisters 
too,  although  they  do  not  play  the  piano, 
speak  to  me  more  or  less  with  all  their 
fingers,  most  expressively  and  easily  in 
whatever  hand  or  position  and  nearly 
with  the  same  rapidity  as  speaking  by 
voice. 


Obviously,  the  technical  aids  for 
communication  and  information  for  the 
deaf-blind  are  of  great  advantage.  But  for 
daily  living  the  human  contact  is  essential. 
Keeping  your  hand  in  the  Speaker's,  you 
can  feel  all  the  reflects  of  his  personality; 
character  and  feeling  —  even  when  he  nods 
his  head  instinctively,  when  he  gets 
hampered,  surprised,  hesitating;  or  when 

he  is  sad,  gay,  irritated  .  Well, 

speaking  hand-in-hand  it's  for  us  almost  as 
if  we  see  the  speaker's  expression  on  his 
face  or  in  his  voice.  It's  why,  while 
someone  speaks  to  me  through  an 
Interpreter,  I  like  to  keep  my  hand  in  his, 
if  possible,  so  that  the  conversation 
gets  more  lively  and  in  better  understand¬ 
ing:  did  you  not  experience  this,  my 
Friends? 

Thus,  let  us  take  scrupulous  care  of  our 
hands,  not  only  hygienically  and 
aesthetically,  but  also  to  get  them  sweet 
and  gentle  of  touch,  nice  to  be  kept  in 
other  hands,  and  so  that  even  little 
children  are  pleased  to  be  seen  by  us 
through  touch. 

(Extract  from  a  paper  written  in  1956.) 


REPUBLIC  OF  IRELAND 

ANNE  MURPHY 

In  the  Republic  of  Ireland  there  is  no 
specific  Association  to  cater  for  the  deaf- 
blind.  They  seem  to  be  in  a  tiny  minority 
and  have  always  been  catered  for  by  the 
organizations  for  the  Deaf  and  Blind, 
notably  the  National  Council  for  the  Blind 
and  the  National  Association  for  the  Deaf. 
As  a  large  scale  survey  has  never  been 
done,  there  are  as  yet,  no  statistics 
available  on  the  deaf-blind  population 
outside  the  Dublin  area  — our  capital. 
Therefore,  little  is  known  about  the  deaf- 
blind  around  the  country  and  in  fact,  if 
they  are  there  at  all. 

Some  years  ago,  Sister  Nicholas,  O.R  a 
leading  expert  for  many  years  in  the  field 
of  deaf  education,  became  concerned 
about  a  known  number  of  multi-handi¬ 
capped  children  who  were  rejected  by 
some  Institutions  and  were  in  various 
unsatisfactory  places.  It  became 
recognized  that  these  children  had  special 
needs  that  were  different  from  other 
handicapped  children.  A  unit  was  opened 
for  them  at  St  Mary's  School  for  hearing 
impaired  girls,  Cabra,  Dublin.  They  have 
an  American  trained  teacher. 

A  couple  of  other  units  also  began  to 
cater  for  deaf-blind  children  such  as  at  the 
Marino  Clinic,  Bray,  Co.  Wicklow.  In  the 
1980's  a  large  unit  was  opened,  after 
massive  fund  raising  by  Sister  Nicholas 


and  her  friends  — in  the  grounds  of  St 
Joseph's  Home  for  Adult  Deaf  and  Deaf- 
Blind,  Stillorgan,  Co.  Dublin.  It  is  called 
the  "Annie  Sullivan"  Unit.  It  is  non- 
residential,  and  the  children  come  in  from 
a  nearby  Sunshine  Home.  Every  effort  is 
made  to  give  them  a  normal  life  —  they  are 
taken  to  swimming  and  to  horse-riding.  A 
debt  of  gratitude  is  owed  to  Sister 
Nicholas  for  her  tremendous  help  and 
support  to  the  deaf-blind  down  through 
the  years. 

The  children  at  all  these  Units  are 
severely  deaf-blind  and  also  have  mental 
handicaps,  so  their  progress  is  slow,  but 
sure.  A  couple  of  years  ago  some 
professionals  and  parents  began  to  have 
regular  meetings  to  see  what  more  could 
be  done  to  help  the  children  and  their 
parents.  Right  now  they  are  organizing  a 
project  for  the  children  and  professionals 
due  to  take  place  in  November.  It  has  the 
support,  financial  and  otherwise  of  the 
UVOH  (Union  of  Voluntary  Organiz¬ 
ation  for  Handicapped)  which  is  affiliated 
to  Mobility  International.  This  group, 
however,  does  not  include  able  high- 
ability  partially  deaf-blind  children.  Such 
children  tend  to  be  isolated  cases  and  are 
usually  catered  for  along  with  the  Deaf  or 
Partially  Deaf. 

Sister  Nicholas  has  also  been  involved 
with  a  number  of  older  able  deaf-blind 
who  have  resided  at  St  Joseph's  for  many 
years.  St  Joseph's  is  under  the  care  of  the 
Dominican  nuns.  In  the  Spring  of  1987  a 
purpose-built  Unit  was  opened  in  the 
grounds  of  St  Joseph's  for  these  deaf-blind 
—  the  "Margaret  Kinsella  Unit".  Congeni¬ 
tally  deaf,  non  oral,  and  with  seriously 
limited  vision,  these  deaf-blind  are  highly 
intelligent,  able  and  independent.  They 
live  in  pleasant  double  self-contained  flats 
within  St  Joseph's,  do  a  lot  of  their  own 
cooking  and  attend  the  Unit  for  day  to 
day  life.  Their  main  form  of  occupation  is 
elaborate  knitting  at  which  two  ladies  are 
so  good  they  have  won  prizes. 

They  are  visited  weekly  by  a  social 
worker  attached  to  the  National  Council 
for  the  Blind,  Frances  O'Grady.  In  the  past 
she  taught  them  braille.  She  now  does 
crafts  with  them  and  at  present  is  teaching 
them  to  use  new  equipment  at  the  Unit 
like  Braille-N-Print  and  the  electric  Perkins 
Brailler.  They  also  have  a  dosed  circuit 
television.  Frances  does  mobile  training 
with  them  and  takes  them  out  on 
shopping  trips  and  even  on  holidays. 
For  the  past  four  years  she,  with  some 
colleagues,  has  taken  them  to  social 
functions  in  England  to  meet  deaf-blind. 
She  accompanied  one  lady  to  the 
recent  Deaf-Blind  Convention  in  New 
Orleans,  U.S.A.  Her  clients  are  members 
of  the  National  Deaf-Blind  League, 
Peterborough,  so  they  are  fully  up  to 
date  with  all  deaf-blind  news.  Frances 
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works  with  children  as  well  as  with  the 
adults. 

It  would  be  dangerous  for  them  to 
attempt  to  go  out  alone,  but  they  have 
many  good  hearing  Sighted  friends  and 
Deaf  friends,  too,  who  visit  them 
constantly  and  take  them  out.  They 
communicate  with  Irish  sign  language, 
by  touch  or  with  the  Deaf-Blind  manual. 
Around  Dublin  there  are  a  small  number 
of  deaf-blind  who  live  alone  or  in  with 
families.  They  too  are  members  of  the 
NDBL,  a  couple  are  also  members  of 
SENSE  and  of  the  Deaf-Blind  Fellowship 
holiday  group,  Manchester. 

Employment  and  study  opportunities 
are  severely  limited.  In  cases  where  a 
person  is  deaf-blind  and  very  able,  the 
odds  are  heavily  against  them.  They  have 
to  struggle  and  keep  struggling.  The 
National  Rehabilitation  Board,  which 
helps  all  kinds  of  disabled  people  to  train 
for  and  get  employment,  has  limited 
experience  with  deaf-blind  and  how  best 
to  help  them.  Despite  that,  the  Vocational 
Officers  for  the  Deaf  are  often  willing  to 
try  and  help  any  deaf-blind  they  meet. 
One  deaf-blind  woman  in  Dublin  is  in 
paid  employment  as  a  knitting  machinist, 
a  job  she  has  held  down  for  many 
years. 

Socialising  for  the  deaf-blind  is  difficult, 
and  here  too,  opportunities  are  limited. 
They  tend  to  mix  with  the  Deaf  at  the 
Deaf  Centre  or  outside  it.  The  Deaf  are 
proud  of  the  fact  that  they  can  help  the 
deaf-blind  and  they  often  act  out  as 
interpreters  if  there  are  not  enough 
hearing  interpreters  present.  NAD  helps 
in  various  ways.  Connie  Dolan,  the  one 
social  worker  for  the  Deaf  in  the  south 
east  of  Ireland  is  based  at  NAD.  Connie 
will  help  any  deaf-blind  who  comes  to 
her  in  any  way  she  can.  NAD  gives 
grants  towards  travel  and  equipment, 
if  they  have  it,  and  frequently  applies 
to  the  National  Council  for  the  Blind 
for  contributions  for  equipment  etc. 

The  National  Council  for  the  Blind  is 
run  along  different  lines  and  employs 
many  social  workers,  each  having  her 
own  area.  It  too,  gives  grants  towards 
travelling  and  in  fact,  it  is  sponsoring  one 
of  their  social  workers  and  the  guide/ 
interpreter  at  this  Conference.  The  annual 
Mobility  International  project/holiday 
for  young  able  deaf-blind  Europeans  took 
place  in  Dublin  last  summer.  One  of  the 
organizers  was  a  very  able  partially 
deaf-blind  Dublin  woman.  The  other 
organizers  came  from  Belfast.  Both  NAD 
and  NCBI  helped  in  various  ways  with  the 
entertainment.  We  hope  that  in  the  near 
future  the  NAD  and  NCBI  will  join  forces 
and  get  a  nation-wide  survey  done  to  get 
the  facts  about  deaf-blind  who  may  be 
isolated  around  the  country  and  as  Helen 
Keller  said,  "Whilst  they  were  saying 


among  themselves,  'it  cannot  be  done',  it 
was  done." 


THE  NETHERLANDS 

PAUL  VAN  DEN  BERG 

The  Dutch  Union  of  the  Blind  and 
Partially  Sighted  have  a  special  committee 
consisting  of  people  who  are  visually  and 
auditory  handicapped.  It  was  established 
six  years  ago  by  the  interested, 
themselves.  Since  then  it  has  worked  on 
its  consolidation.  About  120  people  with 
the  double  handicap  have  become 
members  of  the  group. 

In  the  early  part  of  this  year  it  was 
officially  accepted  as  a  Contact  Group 
within  the  above  Union,  which  gives 
them  more  freedom  to  act  on  their  own 
initiative,  not  only  inside  the  Union,  but 
also  in  their  contacts  with  external  groups 
working  in  the  same  field.  They  are  now 
preparing  information  material  about  the 
problems  and  activities  of  the  deaf-blind, 
especially  intended  for  the  general  public, 
and  a  folder  intended  for  medical 
practitioners  and  specialists  in  which 
attention  will  be  paid  to  some  important 
points  in  this  sphere. 

Once  or  twice  a  year  the  group 
organizes  national  days  for  its  members 
during  which  a  special  subject  is  treated.  A 
weekend  offered  by  the  above  Union 
(Dutch  abbreviation:  N.V.B.S.),  on 
independency  training  appeared  to  be  a 
success. 

There  are  good  contacts  with  the 
recently  established  union  "Oog-en 
Oorzaak",  which  is  not  only  intended  for 
the  deaf-blind,  but  also  for  the  families  of 
the  same,  relatives  and  interested  friends. 
It  is  the  intention  that  the  greater  part  of 
the  board  will  be  formed  by  the  visually 
and  auditory  handicapped  themselves. 

The  early  initiative  to  form  this  group 
was  born  during  a  study  meeting, 
organized  by  the  "Stichting  Doof- 
Blinden"  (Foundation  for  deaf-blind 
adults,  leader  Mrs  Anneke  Balder).  A 
number  of  participating  parents  felt  a 
strong  need  for  more  contacts  with  other 
people  in  the  same  situation,  in  order  to 
help  one  another  in  discussing  their 
special  problems. 

The  "Stichting  Doof-Blinden"  also 
organized  courses  for  volunteers  and 
interpreters  to  assist  deaf-blind  persons  as 
guides.  Recently  this  foundation 
organized  an  information  day  for  medical 
practitioners  on  the  subject  of  deaf¬ 
blindness. 

We  hope  that  in  the  next  few  years  we 
can  make  more  progress  in  getting  the 


deaf-blind  more  interested  in  their  own 
organization. 


NORWAY 

REINHOLDT  ROBERTSEN 

One  of  the  main  bodies  caring  for  the 
deaf-blind  in  Norway  is  the  Norwegian 
Deaf-Blind  Association  (FNDB).  The 
Association  is  an  independent  organiz¬ 
ation  whose  main  object  is  to  improve  the 
living  conditions  for  deaf-blind  adults  in 
the  country,  which  by  January  1985  were 
approximately  200  persons.  The  running 
of  the  FNDB  is  mainly  financed  by  the 
Government,  but  also  by  means  of  smaller 
or  larger  donations  from  organizations 
and  individuals. 

The  Association  is  headed  by  a  Board 
consisting  of  5  members,  all  deaf-blind 
and  elected  at  the  General  Assembly,  a 
secretary  and  a  treasurer  to  assist  the 
Board.  Directly  under  the  Board  is  a  Social 
Section  and  an  Information  section. 

The  Social  section  is  headed  by  a  Social 
Counsellor  assisted  by  two  social  workers 
together  with  a  typist.  The  social 
counsellor  travels  around  the  country 
visiting  the  deaf-blind  at  home  in  order  to 
ensure  them  help  and  support.  You  may 
say  that  the  social  section  is  a 
co-ordinating  link  which  also  at  the  same 
time  stays  in  close  contact  with  the 
various  local  authorities  throughout  the 
country.  We  are  attempting  to  ease  the 
social,  educational  and  psychological 
conditions  for  the  deaf-blind.  The  two 
social  workers  are  mainly  occupied  within 
the  Oslo  area. 

A  day  centre  in  Oslo  is  open  one  day  a 
week,  and  runs  different  activities  like 
weaving,  knitting,  joiners'  work  etc.  The 
centre  is  a  popular  place  which  provides 
social  contact  between  individuals  whose 
daily  life  is  often  very  lonely  and  isolated. 
The  leader  of  the  day  centre  is  also 
engaged  in  training  —  in  their  home  — 
those  who  for  one  reason  or  another  do 
not  attend  the  day  centre  gatherings. 

The  day  centre  also  arranges  excur¬ 
sions  within  the  country  and  also  abroad. 

The  greatest  event  of  the  year  is  no 
doubt  the  traditional  summer  rally,  5  days 
in  June,  usually  attended  by  around  40 
deaf-blind  plus  escorts  from  all  over  the 
country.  The  General  Assembly  of  the 
Association  is  a  part  of  this  summer  rally. 

During  recent  years  a  number  of  deaf- 
blind  have  had  the  opportunity  of 
spending  one  week's  holiday  in  the 
country-side.  The  participants  pay  a  small 
part  of  the  cost  while  the  rest  is  paid  by 
the  FNDB. 
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At  the  moment  the  Association  is 
preparing  a  "Culture  Week",  for  a  group 
of  deaf-blind  from  Denmark,  Finland, 
Sweden  and  Norway. 

In  Oslo,  Bergen  and  Trondheim  there 
are  so-called  "Contact  clubs"  where  the 
deaf-blind  from  these  cities  and  the 
neighbouring  counties  meet  once  or  twice 
a  month.  The  clubs  arrange  annual 
weekend-tours  and  special  Christmas 
gatherings.  We  are  right  now  projecting 
similar  Contact  clubs  in  other  parts  of  the 
country. 

For  the  time  being  the  FNDB  offers  4 
rehabilitation  courses  a  year,  the  main 
subjects  taught  at  these  courses  being 
Braille,  Sign  Language,  Hand  Alphabets, 
ADL  (Active  Daily  Living)  Training, 
Mobility  and  Typewriting. 

The  information  section,  run  by  an 
Editor  and  three  assistants,  publishes  a 
weekly  magazine  and  a  newspaper  5  days 
a  week.  Both  publications  are  distributed 
to  all  deaf-blind  people  in  Norway.  The 
information  section  also  issues  different 
special  publications,  and  translates 
records  and  other  documents  concerning 
the  Board's  work.  All  publications  are 
issued  in  Braille,  in  Large  Print  and  on 
cassette.  They  also  issue  books  for  their 
deaf-blind  readers  in  large  letters,  Braille 
and  on  cassette. 

THE  NATIONAL  CENTRAL  TEAM 
FOR  THE  DEAF-BLIND 

Is  a  public  professional  team,  associated 
with  the  Health  Directorate.  It  consists  of 
3  people:  A  specialized  educationalist,  a 
psychologist  and  a  social  counsellor.  The 
tasks  dealt  with  by  the  Central  Team  are: 

1.  Continuous  registration  of  deaf-blind 
children  and  adults  in  Norway. 


2.  Information/Training 

a)  Outwards  to  deaf-blind  people 
themselves,  their  families,  the  general 
public,  skilled  personnel,  etc. 

b)  Inwards  to  the  Health  Directorate, 
the  Ministry  of  Social  Affairs,  and  the 
Ministry  of  Education. 

3.  Social-Medical  and  Social-Education¬ 
al  report  work  and  project  work 
concerning  deaf-blindness. 

4.  Making  surveys  of  the  resources 
locally  and  centrally,  adding  resources  if 
necessary. 

5.  Consultants'  support  to  and  co¬ 
operation  with  private  and  public 
organizations  concerning  services  for  the 
deaf-blind. 

6.  Co-ordination  of  services  for  the 
deaf-blind. 

The  Ministry  of  Social  Affairs  provides 
the  means  to  cover  the  following  two 
actual  fields  within  deaf-blind  work: 

a)  Contact  persons  for  the  deaf-blind 

b)  Interpreters  and  escort  services  for  the 
deaf-blind. 

Concerning  contact  persons  for  the 
deaf-blind,  the  aim  is  to  make  available 
and  train  at  least  one  contact  person  for 
each  deaf-blind  person  who  needs  it.  The 
contact  person  should  work  at  least  5 
hours  a  week.  The  job  will  include  home 
visits,  escort  to  shops  and  offices,  letter 
translation,  helping  to  establish  contact 
with  others  etc. 

Twice  a  year  FNDB  arranges  special 
courses  for  contact  persons.  Concerning 
the  special  field  relating  to  interpreters 
and  professional  guides,  the  aim  is  to 
educate  sufficient  interpreters  and 
professional  guides  to  serve  all  deaf-blind 
people  in  Norway.  A  rather  great  number 


of  deaf-blind  children  and  adults  are  in 
constant  need  of  such  services.  The 
education  of  interpreters  started  up  in 
1982,  and  so  far  around  40  interpreters 
have  got  their  authorization.  At  the 
moment  a  re-organization  of  this 
education  is  going  on.  In  the  future 
interpreters  and  professional  guides  will 
be  educated  at  our  special  teacher  training 
college. 

EIKHOLT  CENTRE  FOR 
THE  DEAF-BLIND 

A  survey  of  the  different  services 
provided  for  the  deaf-blind  in  Norway 
could  not  leave  out  the  Eikholt  Centre  for 
the  Deaf-Blind  at  Konnerud  near 
Drammen.  The  centre  was  built  with 
money  collected  by  the  Lions  Organiz¬ 
ation  of  Norway,  and  the  daily  running  is 
financed  by  Government  funding.  The 
centre  contains  10  easily  kept  apartments 
for  permanent  residents,  while  14  small 
flats  are  used  as  accommodation  during 
holidays  and  for  courses.  A  new  building 
containing  a  training  room  and  some 
small  flats  has  just  come  into  use.  Thus 
most  of  the  Rehabilitation  courses 
arranged  by  the  FNDB  are  held  at  Eikholt, 
as  are  several  other  different  courses,  and 
also  courses  especially  aimed  at  children 
bom  deaf-blind. 

The  above  lines  are  a  short  description 
of  the  work  being  done  by  the  Norwegian 
Deaf-Blind  Association. 

The  Norwegian  Deaf-Blind  Associ¬ 
ation  by  Social  Counsellor  Bjorg 
Simensen 


POLAND 

JOZEF  MENDRUN 

The  following  criteria  of  deaf-blindness 
are  used  in  Poland: 

Sight: 

Visual  acuity  not  greater  than  0T  of  the 
normal  visual  acuity  or  the  field  of  vision 
not  larger  than  30. 

Hearing: 

Loudness  of  the  percepted  acoustic 
stimuli  not  less  than  40  db  within  the 
range  of  frequencies  of  vibrations 
corresponding  to  human  speech,  it  being 
assumed  that  the  range  extends  from  250 
to  4,000  Hz. 

Estimated  number  of  the  deaf-blind  in 
Poland  is  1,600,  size  of  the  population 
about  38  million.  There  are  about  4-3 
deaf-blind  persons  per  100,000  of 
population,  1986. 
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The  number  of  the  deaf-blind 
registered  with  the  Polish  Association  of 
the  Blind  up  to  August  1988  was  756 
persons,  of  whom  326  are  women  and 
430  men. 

Age  composition  of  the  registered: 

0-5  years  0-9%  5— 19  years  9T% 

19  —  40  years  13-2%  40  —  65  years 

31-2% 

65+  years  45-5% 

The  level  of  satisfying  needs  of  this 
group  of  the  disabled  is  relatively  low  in 
comparison  to  developed  countries.  This 
results  from  a  relatively  low  level  of  social 
services  and  limited  possibilities  for 
rehabilitation  for  this  group. 

In  individual  cases  the  needs  of 
deaf-blind  people  have  been  taken  care  of 
for  a  rather  long  time.  About  30  persons 
have  completed  a  one  year  course  in  an 
Education  Centre  for  Blind  Adults.  Some 
deaf-blind  people  participated  in  courses 
for  the  Blind  organized  by  the  Polish 
Association  of  the  Blind  and  in  the  special 
fortnight  "rounds"  for  groups  of  the 
deaf-blind.  Also  several  children  have 
been  educated  individually  in  the 
Educational  Centre  for  Blind  Children  at 
Laski.  Out  of  177  deaf-blind  who  are 
employed,  some  dozen  work  in 
Co-operatives  of  the  Blind.  Others  work 
in  different  professions  outside  the 
Co-operatives. 

Since  1983  deaf-blind  work  has 
intensified  in  the  Polish  Association  of  the 
Blind  and  the  Polish  Association  of  the 
Deaf. 

1)  Greater  awareness  of  existing  needs 
has  been  achieved.  The  Polish  Association 
of  the  Blind  has  established  and  run  the 
central  Deaf-Blind  Register  on  the  basis  of 
questionnaires  returned  by  the  local 
branches  of  the  Polish  Association  of  the 
Blind  and  the  Polish  Association  of  the 
Deaf. 

2)  Extended  rehabilitation  work  has 
been  undertaken:  The  concept  of  training 
and  rehabilitation  "rounds"  has  been 
elaborated.  These  are  two  week  courses 
for  deaf-blind  adults  and  children 
accompanied  by  their  parents.  A  team  of 
therapists  and  educationalists  recruited 
for  each  round  decides,  on  the  grounds  of 
the  initial  comprehensive  assessment 
which  activities  each  deaf-blind  partici¬ 
pant  should  join.  Then  instruction  is 
provided  in  Braille,  the  deaf-blind 
alphabet  on  the  palm,  training  of  residual 
vision,  hearing  and  speech  therapy, 
orientation  and  mobility  training,  sign 
language,  physical  exercises,  demonstra¬ 
tion  of  rehabilitation  equipment  and  for 
children  -  daily  living  skills  and  educa¬ 
tional  walks.  Most  activities  are  on 
individual  basis.  The  deaf-blind  adult 
participants  come  with  their  guides  and 
children  with  their  parents.  Participants 


are  provided  with  hearing  and  visual  aids. 

In  the  four  "rounds"  which  have  been 
so  far  organized  the  numbers  of 
participants  were  as  follows:— 

in  1985  —  26  adults 
in  1986  -  23  adults  and  15  children 
in  1987  —  29  adults  and  7  children 
in  1988  —  28  adults  and  10  children 
The  total  number  of  adults  — 106,  of 
children  — 32.  Some  children,  at  present  6, 
within  the  age  range  from  11  to  14  have 
been  learning  since  1985  in  a  special  class 
for  deaf-blind  children  at  the  school  for 
the  Blind  Children  in  Bydgoszcz. 

Since  April  1988  a  counselling  point 
for  deaf-blind  people  has  been  open  at  the 
Polish  Association  of  the  Blind.  Seven 
persons  so  far  have  been  received. 

We  have  undertaken  the  editing  of 
information  material  for  and  about  the 
deaf-blind  with  a  selection  of  translations 
and  prospectively  local  contributions. 

3)  Several  persons  have  been  recruited 
and  trained  for  work  with  deaf-blind 
people.  Awareness  of  the  capacities  and 
limitations  of  deaf-blind  people  has 
grown  — not  only  within  a  small  group 
directly  concerned  with  the  deaf-blind  at 
the  Polish  Association  of  the  Blind  and  the 
Polish  Association  of  the  Deaf,  but  also  in 
schools  and  in  society  thanks  to  the 
example  of  TV  programmes. 

Theoretical  and  practical  knowledge  of 
work  methods  and  technical  aids  has 
grown,  thanks  to  the  study  of  foreign 
literature,  visits  of  experts  from  other 
countries  and  contacts  within  the 
European  Commission  on  Activities  for 
the  Deaf-Blind. 

More  knowledge  and  experience 
enabled  the  identification  of  the  main 
needs  to  tackle. 

a)  Country  wide  recruitment  of  people  to 
help  in  deaf-blind  work. 

b)  Designation  of  opthalmological  and 
audiological  medical  centres  which  would 
specialize  in  the  assessment  of  deaf-blind 
people. 

c)  Establishing  a  rehabilitation  and 
educational  centre  for  deaf-blind  children 
and  a  rehabilitation  centre  for  adults. 

d)  Aid  for  deaf-blind  people  living  alone. 

With  these  goals  in  mind  a  current 
programme  has  been  formulated.  Its 
implementation  involves: 

1)  Efforts  have  been  undertaken  in 
co-operation  with  the  Brothers  of  the 
Order  of  St  John  of  God  to  open  the 
deaf-blind  unit  in  a  nursing  home. 

2)  Formal  and  legal  preparatory  work 
has  been  done  to  regulate  the  employ¬ 
ment  status  and  remuneration  for  persons 
co-operating  with  the  Polish  Association 
of  the  Blind  in  the  area  of  deaf-blindness. 

3)  A  decision  has  been  taken  to  enlarge 


the  existing  counselling  point  for  the 
deaf-blind  to  the  size  of  the  multi-purpose 
rehabilitation  clinic. 

4)  Preparatory  work  has  started  for 
funding  the  Deaf-Blind  Society. 


SWEDEN 

ROLF  ERIKSSON 

Our  association  FSDB,  The  Association  of 
the  Swedish  Deaf-Blind,  started  in  1959, 
so  next  year  we  celebrate  our  30th 
anniversary.  We  have  about  250  deaf- 
blind  members  and  as  many  supporting.  A 
survey  was  made  in  1984,  and  more  than 
1,200  deaf-blind  people  were  found.  Half 
of  them  are  more  than  65  years  old.  We 
have  a  definition  of  deaf-blindness, 
common  to  all  the  Nordic  countries,  and 
this  definition  is  based  upon  how  the 
person  is  functioning  with  his  impair¬ 
ments,  not  strictly  on  measurements  of 
sight  and  hearing. 

Interpreter  service,  home  service: 

One  of  the  most  important  services  for 
deaf-blind  people  is  the  interpreter 
service.  For  some  years  now,  it  has  been 
the  responsibility  of  the  countries  to 
supply  this  service,  for  deaf,  deaf-blind 
and  hard  of  hearing.  Every  deaf-blind 
person  has  the  right  to  get  the  assistance 
of  an  interpreter  whenever  he  or  she 
needs  it,  and  this  service  is  free. 

Disabled  persons  can  get  social 
domestic  assistance  if  they  need  it.  The 
last  few  years  we  have  been  working  on 
starting  special  training  for  the  home 
assistants,  teaching  them  those  special 
skills  that  they  need  in  order  to  be  good 
helpers  for  deaf-blind  people. 

Local  transportation: 

Disabled  persons  who  cannot  use 
ordinary  means  of  transportation  can  go 
by  taxi  instead.  This  is  within  his 
community.  The  costs  vary  between 
different  communities  — sometimes  you 
pay  20  percent  of  the  taxi  cost, 
sometimes,  in  Stockholm  for  instance, 
non-handicapped  people  pay  200  crowns 
a  month  for  unlimited  use  of  buses  and 
underground,  and  those  who  use  the 
transportation  service  pay,  at  most,  the 
same.  Their  use  of  taxi  fares  however,  is 
not  unlimited. 

Longer  journeys: 

If  you  want  to  go  on  longer  journeys, 
outside  your  county,  you  can  take  a 
guide/interpreter  with  you  if  you  need, 
and  the  guide  goes  free.  If  you  cannot  go 
by  train,  you  can  go  by  air,  or  in  some 
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cases  by  taxi,  at  the  same  cost  as  a  train 
journey.  These  rules  apply  only  within 
Sweden.  If  you  want  to  go  abroad,  there 
are  no  deductions.  We  have  been  working 
on  this,  trying  to  get  journeys  within  the 
Scandinavian  countries  at  least  on  the 
same  conditions  as  within  Sweden,  but 
with  no  success  as  yet. 

Schools,  children: 

Most  deaf-blind  children  with  mental 
retardment  go  to  schools  for  retarded 
children.  There  is  one  special  school  for 
blind  children  with  additional  handicaps, 
with  a  deaf-blind  department.  Some  of  the 
most  severely  handicapped  deaf-blind 
children  go  there.  Other  deaf-blind 
children  go  to  deaf  schools  or  ordinary 
schools,  and  there  they  can  get  special 
assistance  through  an  extra  teacher  in  the 
classroom. 

When  the  multi-handicapped  children 
leave  school,  there  is  as  yet  not  very  much 
organized  to  take  care  of  them  in  a  really 
good  manner.  During  the  last  few  years 
we  have  been  working  on  this,  studying 
Danish  and  English  schools  and  group 
homes  for  young  deaf-blind  adults.  In 
connection  with  this,  we  also  have  started 
to  gather  the  parents  of  deaf-blind 
children,  arranging  courses  and  dis¬ 
cussions,  giving  them  a  chance  to 
exchange  experiences.  In  this  way,  FSDB 
is  becoming  an  association  for  all 
deaf-blind  people  in  Sweden. 

Consultants  on  education  for  the 
deaf-blind: 

There  are  eight  consultants  working  for 
the  deaf-blind  in  Sweden.  They  are 
employed  by  the  county  school 
authorities.  They  are  primarily  respon¬ 
sible  for  adult  deaf-blind  persons, 
arranging  rehabilitation  courses,  a  first 
step  in  helping  deaf-blind  people  to  get 
out  of  their  isolation. 

Vocational  rehabilitation: 

A  deaf-blind  person  of  working  age, 
between  18  and  64,  can  go  to  a  labour 
market  institute  for  a  vocational 
rehabilitation  programme.  There  they  can 
be  tested  to  see  what  kind  of  work  they 
can  do,  and  they  get  special  training  in 
whatever  is  needed:  AOL,  using  their 
residual  sight  or  hearing,  mobility,  Braille, 
sign  language,  using  technical  aids  . . . 

The  length  of  the  rehabilitation  period 
varies,  depending  on  the  individual  needs; 
may  be  a  year,  sometimes  more. 

Information: 

For  many  years  we  have  had  a  special 
newspaper  for  deaf-blind  people.  The 
Braille  readers  get  8  pages  of  Braille  every 
day  except  Sunday,  and  a  bigger 
magazine  twice  a  week.  This  is  new, 
formerly  the  bigger  paper  came  once  a 
week.  Print  readers  and  cassette  listeners 
still  get  their  newspaper  once  a  week.  This 


newspaper  is  financed  by  a  special  grant 
from  the  government. 

For  some  years  now,  we  have  had  a 
special  programme  with  transcription 
service  for  Braille  readers.  A  deaf-blind 
person  who  reads  Braille,  has  a  contact 
person  at  a  library.  This  contact  person 
supplies  him  or  her  with  information 
about  what  magazines  and  articles  there 
are  that  might  be  of  interest  to  him,  and 
then  he  can  order  those  articles  that  he 
wants  to  read  and  get  them  printed  in 
Braille. 

Braille  telephones  came  in  1982.  About 
25  people  now  have  them.  We  use  the 
VersaBraille.  They  are  compatible  with 
the  text  telephones  for  the  deaf,  so  with 
your  VB  you  can  call  any  deaf  person  with 
a  TDD.  And  you  can  call  any  hearing 
person  through  a  central  intermediary. 
We  are  developing  a  new  automatic 
modem  to  make  it  simpler  to  telephone 
and  to  know  what  is  happening  on  the 
line  when  you  dial. 

We  also  use  the  VB  to  get  into  contact 
with  data  based  communications  systems, 
like  Telecom  Gold.  We  think  this  is  an 
excellent  thing  for  deaf-blind  people, 
making  it  possible  for  us  to  meet  and  talk 
to  a  lot  of  people  whom  we  would  not 
otherwise  have  a  chance  to  meet.  We  can 
write  and  get  letters  and  messages  from 
people  without  having  to  ask  for  help 
writing  envelopes  and  going  to  the  post 
office. 


SWITZERLAND 

NORMA  BARGETZI 

We  refer  to  the  report  which  Mr  Toni 
Bargetzi  presented  at  the  first  European 
Conference  of  Deaf-Blind  people  in 
Gothenburg  in  1985. 

In  the  last  two  years  the  following  has 
changed: 

The  number  of  the  social  workers  who 
take  care  of  the  services  for  deaf-blind 
people  in  our  country  has  increased  from 


9  to  11  persons.  One  of  them  is  in  charge 
of  low  vision  as  well  as  mobility  training. 

Most  of  the  social  workers  had 
opportunities  to  follow  an  8  week  course 
about  daily-living-activities,  so  that  they 
could  teach  deaf-blind  people  to  be  able  to 
live  independently.  Right  now  we  are 
planning  a  cooking  course,  which  takes 
place  next  Spring. 

To  increase  the  communication 
between  deaf-blind  people  a  Lorm  finger 
spelling  course  is  also  being  arranged. 

The  post  in  occupational  therapy 
instruction  has  been  doubled  (from  a  part 
time  to  a  full  time  job). 

We  supply  volunteers  and  organize 
training  courses  for  them. 

Three  times  a  year  we  arrange  two 
week  holiday  courses  for  the  deaf-blind, 
an  excursion  in  Spring  and  a  meeting  at 
Christmas. 

On  all  these  occasions  deaf-blind  and 
volunteers  meet  together  and  have  the 
opportunity  to  arrange  further  appoint¬ 
ments  between  themselves.  If  help  is 
needed  it  is  the  task  of  the  social  worker  to 
arrange  the  first  couple  of  meetings. 

In  addition  to  the  magazine  in  the 
French-speaking  part  of  Switzerland,  we 
have  now  also  one  in  the  German  lang¬ 
uage.  This  appears  3  times  a  year  and  is 
published  in  large  print,  Braille  and  on  tape. 

Three  people:  one  deaf-blind,  one 
volunteer  and  one  social  worker  are  on 
the  editorial  staff.  A  group  of  deaf-blind 
and  volunteers  takes  care  of  the 
correspondence. 

October  28th  1988  saw  the  foundation 
of  a  new  building  containing  a  boarding 
school  for  children  and  a  home  and 
workshop  for  juvenile  and  adults  bom 
deaf-blind.  Part  of  the  house  is  reserved 
for  a  group  of  people  who  became  deaf- 
blind  later  in  life.  The  opening  of  this 
building  is  expected  in  Autumn  1990. 

The  main  task  of  our  work  is  to  support 
and  increase  the  independence  and 
communication  of  deaf-blind  people. 
Even  if  most  of  them  are  old  people,  we 
hope  to  activate  as  much  as  possible  the 
relationship  between  the  deaf-blind 
themselves,  so  that  they  are  able  to  solve 
together  part  of  their  own  problems. 
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UNITED  KINGDOM 

CHRISTINE  JOHNSON 

Project  Officer -RN IB 

A  year  ago  I  was  appointed  by  the  Royal 
National  Institute  for  the  Blind  (RNIB)  to 
review  their  current  role  in  service 
provision  to  deaf-blind  adults  and  make 
recommendations  for  the  future. 

This  review  coincided  with  several 
other  relevant  studies,  not  all  of  which 
have  been  completed  yet. 

No  services  whether  statutory  or 
voluntary  can  be  considered  in  isolation. 
Conceptions  of  disability  and  the 
responding  legislation  are  the  products  of 
social  structures,  political  ideology, 
culture  and  history. 

Behind  the  description  "deaf-blind"  can 
lie  a  continuum  of  disability,  and  where  an 
individual  is  placed  on  this  depends  on  the 
severity  of  each  impairment,  the  age 
acquired  and  the  existence  of  other 
disabilities.  These  variables  will  all  affect 
the  level  of  rehabilitation  and  functioning 
achieved  and  how  they  are  perceived  by 
themselves  and  others. 

In  the  past  considerable  effort  has  been 
invested  in  producing  a  formal  definition 
of  deaf-blindness.  More  recently  however 
service  planners  are  questioning  the 
validity  of  measuring  disability  and 
acknowledge  that  disablement  may  take 
many  forms  and  have  many  causes  -  and 
its  effects  can  fluctuate.  We  should  not  talk 
of  "deaf-blind  people"  and  their  "needs" 
in  a  collective  way  as  this  can  lead  to 
stereotyping  and  deny  the  range  of 
diversity  subsumed  under  that  label.  For 
example  it  can  include  those  who  are 
dually  handicapped  from  birth  often 
caused  by  rubella  or  prematurity  and  with 
a  combination  of  hearing  and  vision 
losses,  together  in  many  cases  with 
additional  mental  or  physical  disabilities. 
This  is  a  group  for  which  it  is  difficult  to 
form  any  generalities  in  terms  of 
functioning  as  their  abilities  vary  so 
widely. 

It  can  include  congenitally  deaf  people 
who  become  blind,  particularly  those 
suffering  from  Ushers  Syndrome  whose 
vision  starts  to  deteriorate  in  early 
adulthood.  Within  this  group  there  will  be 
a  great  variety  of  education,  lifestyles, 
expectations  and  communication 
methods.  Some  will  have  established 
themselves  in  terms  of  employment  and 
home  and  family  life;  those  with  an  early 
profound  hearing  loss  have  usually 
learned  to  communicate  and  control  the 
world  in  their  own  language  of  sign,  but 
sight  is  the  access  to  this  and  the  threat  of 
blindness  is  traumatic.  For  many  their 
literacy  skills  may  be  under  developed 
and  their  speech  poor.  Help  must  be 
offered  sensitively  and  gradually. 


There  will  also  be  those  whose  first 
handicap  is  blindness  who  have 
developed  and  used  language  through  the 
medium  of  Braille  and  speech  and  who  are 
able  to  retain  these. 

Numerically  the  largest  group  is  made 
up  of  elderly  clients  who  have  acquired 
one  or  both  sensory  losses  in  later  life, 
often  they  have  other  disabilities 
associated  with  the  ageing  process  and 
many  lack  the  skills  to  learn  new  methods 
of  communication.  Help  is  required  to 
enable  them  to  maintain  and  control  the 
lifestyle  that  is  familiar  and  acceptable  to 
them. 

The  Disabled  Persons  (services, 
representation  and  consultation)  Act 
1986  recommends  assessment  of  each 
individual  based  on  needs,  a  procedure 
that  will  involve  appropriate  profes¬ 
sionals  as  well  as  the  client  and  carer  and 
will  seek  their  opinions  in  the  formulation 
of  services.  When  fully  implemented,  if 
interpreted  with  a  generous  spirit,  it 
should  offer  the  opportunity  to  apply  new 
principles  and  diminish  the  importance  of 
definitions. 

COMMUNICATION 

Time  only  permits  the  briefest  of 
summaries  for  what  is  the  largest  of 
topics.  While  the  need  for  adapted 
methods  of  communication  is  shared  by 
most  of  those  described  as  deaf-blind,  it  is 
often  the  subject  of  considerable 
misunderstanding. 

By  the  very  nature  of  the  handicaps, 
those  who  are  deaf  will  find  communica¬ 
tion  with  blind  people  very  difficult,  and 
vice  versa.  Both  use  the  communication 
sense  that  is  impaired  in  the  other;  deaf 
people  rely  on  vision  and  use  a 
combination  of  non  verbal  skills  (at  least 
for  receptive  communication).  While  for 
those  who  do  not  see,  audible  means  are 
essential  to  enable  them  to  communicate 
and  understand  what  is  going  on  around 
them.  The  Deaf  Blind  Manual  while 
invaluable  to  some,  requires  a  reasonable 
level  of  literacy,  concentration,  and 
dexterity,  a  combination  of  skills  that 
very  many  deaf-blind  people  do  not 
possess.  I  have  seen  groups  of  deaf-blind 
people  together  in  organized  social 
settings  who,  while  bearing  the  same 
label,  lacked  a  common  communication 
system  and  who  were  not  able  to  socialize 
with  each  other.  Some  of  the  usual 
methods  of  expressive  and  receptive 
communication  are  listed  below: 

Expressive  Communication 

speech,  sign,  d.b.  manual,  spartan,  braille, 

large  print. 

Receptive  Communication 
Amplified  hearing,  sign,  spartan,  d.b. 
manual,  speechreading,  moon,  braille, 
large  print. 


Any  effective  intervention  must  be  in 
the  communication  method  chosen  by  the 
individual  client  and  not  that  which  is 
assumed  by  others  as  being  the  most 
convenient. 

CONCLUSION 

At  a  time  of  financial  stringency  it  may 
prove  wiser  to  encourage  adaptation  and 
extension  of  existing  services  rather  than 
to  campaign  for  new,  exclusive  ones.  The 
task  that  has  been  identified  is  to  make  all 
RNIB  services  sensitive  and  relevant  to 
the  needs  of  blind  people  who  also  suffer  a 
hearing  loss,  however  severe.  This  may 
range  from  the  use  of  environmental  aids, 
to  extra  training  for  staff,  to  the  use  of 
interpreters  who  are  able  to  employ  a 
wide  variety  of  communication  methods. 
Such  a  development  would  also  provide 
an  example  of  good  practice  to  other 
agencies  and  reduce  the  feelings  of 
confusion  that  arise  at  the  description 
"deaf-blindness". 

On  a  wider  scale  many  people  with 
sensory  losses  can  benefit  from  and  be 
included  in  services  from  health,  social 
services  and  education  authorities  that 
have  been  designed  for  other  client 
groups.  For  example,  those  with  learning 
difficulties  and/or  those  for  the  elderly. 
The  key  lies  in  providing  help  with 
communication  that  is  flexible,  imagin¬ 
ative  and  suited  to  the  individual  and 
which  will  offer  deaf-blind  people  access 
to  whatever  services  that  meet  their 
particular  needs  and  interests. 


USSR 

SERGEI  SIROTKIN 

Within  the  All  Russia  Association  of  the 
Blind  a  Section  of  social  rehabilitation  of 
the  deaf-blind  people  started  to  function 
from  1979.  I  take  the  honour  of  being 
nominated  the  head  of  this  Section. 

The  Section  functions  as  a  method¬ 
ological  and  practical  centre  of  work  with 
the  deaf-blind  people.  In  order  to  have  as 
much  information  about  the  deaf-blind  as 
possible,  we  prepare  various  kinds  of  tests 
and  questionnaires.  We  develop  recom¬ 
mendations  for  better  identification, 
registering  and  check-up  of  the  deaf-blind. 
We  go  to  the  places  they  stay  and  see  how 
they  live,  trying  to  find  in  what  way  we 
can  arrange  assistance  for  them,  including 
medical  check-ups,  social  contact  with 
other  people,  vocational  training  and 
employment.  We  also  develop  teaching 
aids  and  recommendations  on  specific 
problems  of  the  deaf-blind.  We  adapt  text 
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books  for  those  deaf-blind  who  are  not 
well  educated,  or  who  use  gesture 
language,  for  example,  about  daily  living 
skills  or  stories  about  the  life  of  the 
deaf-blind.  We  help  them  study  the 
experiences  of  work  with  the  deaf-blind  in 
other  countries;  we  study  the  needs  of  the 
deaf-blind  for  technical  aids  and  we 
participate  in  discussing  these  items  with 
scientists  and  engineers. 

The  Section  is  of  the  view  that  proper 
and  efficient  arrangement  of  work  with 
the  deaf-blind  and  social  assistance  to 
them  need  to  be  based  on  serious  research 
of  specific  problems  of  this  part  of  the 
population.  This  includes  such  problems 
as  their  social  rehabilitation,  development 
of  criteria  of  defining  deaf-blindness,  etc. 

Basically  we  agree  with  internationally 
adopted  criteria,  but  we  also  suppose,  that 
it  is  quite  reasonable  to  add  some  items  to 
that.  Besides  the  identification  of  the 
congenitally  deaf-blind,  those  deaf-blind 
from  childhood  and  late-deafened  and 
blinded,  we  suggest  that  we  consider 
groups  of  deaf-blind  in  accordance  with 
their  speaking  abilities,  their  methods  and 
means  of  communication. 

For  example: 

a)  "Verbal  Group"— those  who  have 
mastered  speech  in  any  form.  Mostly  they 
are  newly  deaf-blind. 

b)  "Gesture  Group"— those  who  com¬ 
municate  with  the  help  of  gestures. 
Mostly  they  are  congenitally  deaf  or  deaf 
from  childhood. 

c)  "Dumb  Group"— those  who  did  not 
master  any  method  of  communication, 
except  maybe  some  primitive  gestures. 
Mostly  they  are  mentally  retarded. 
Grouping  the  deaf-blind  according  to 

speaking  abilities,  in  our  view,  is  quite 
reasonable  as  grouping  based  on  the  time 
of  the  loss  of  hearing  may  not  always 
coincide  with  speaking  ability.  It  can  be 
explained  this  way: 

For  example,  properly  arranged 
teaching  of  the  deaf-blind  from  childhood 
can  involve  speaking  language  in  one 
case,  or  gesture  language  for  those  who 
are  newly  deaf  after  having  been  hard  of 
hearing.  Thus,  those  deaf-blind  from 
childhood  or  those  newly  deaf  may  have 
quite  different  problems.  This  can  be 
difficult  to  estimate  when  based  only  on 
the  time  of  losing  sight  and  hearing. 

Besides  this  we  add  to  four  groups  of 
the  deaf-blind  (based  on  the  Scandinavian 
system  of  classification),  which  is  as 
follows: 

1.  Congenitally  deaf-blind  or  from 
childhood. 

2.  Deaf-blind  from  teenage  or  adult 
period. 

3.  Deaf  then  later  losing  sight. 

4.  Blind  then  later  losing  hearing. 
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5.  Primary  hard  hearing. 

On  our  view  each  deaf-blind  person 
has  complex  characteristics.  These  refer 
him/her  to  various  groups  according  to 
the  time  of  losing  sight  and  hearing,  to  the 
type  of  speech  abilities  and  methods  of 
communication,  to  the  degree  of 
blindness  and  deafness  and  the  combina¬ 
tion  of  the  defects. 

Our  criteria  for  determination  of 
deaf-blindness  are  laid  in  a  detailed  way  in 
special  publications:  How  to  Communicate 
with  the  Deaf-Blind  (1986)  and  The  Deaf- 
Blind.  Social  and  Psychological  Character¬ 
istics  (1987). 

Besides  this,  we  participate  actively  in 
scientific  discussions  on  theoretical 
aspects  of  deaf-blindness,  which  attract 
the  interest  of  experts  in  different 
scientific  fields. 

We  still  have  in  our  country  two 
concepts  of  development  of  the  deaf- 
blind.  One  of  these  requires  a  differenti¬ 
ated  attitude  to  the  deaf-blind,  defining  a 
wide  typology  of  deaf-blindness  with 
underlining  specific  problems  of  each 
category  of  the  deaf-blind. 

Our  Section  and  the  Laboratory  of 
Research  on  deaf-blindness  of  the 
Research  Institute  on  defectology  of  the 
USSR  Academy  of  Pedagogical  sciences 
work  together  and  we  follow  this 
concept. 

At  the  same  time  some  scientists  follow 
the  other  concept,  which  advocates 
artificial  formation  and  the  development 
of  human  psychology,  developing  the 
personality  from  "zero"  to  "standard"  and 
further  on. 

This  concept  insists  on  the  indepen¬ 
dence  of  psychology  from  the  natural  and 
biological  substratum:  It  presents  deaf¬ 
blindness  as  the  best  proof  of  the  social 
nature  of  human  psychology,  its 
independence  from  biological  laws  and 
genetics  and  its  full  dependence  on 
teaching  and  education.  As  an  illustration 
of  this  idea  those  who  follow  it  consider 
as  successful  the  results  of  educating 
newly  deaf-blind  and  the  partially  sighted 
without  recognising  that  there  is  a 
difference  between  the  newly  deaf  and  the 
totally  deaf  from  childhood. 

It  is  important  to  say  that  this  concept 
was  adopted  as  an  alternative  to  the  Helen 
Keller  phenomenon  which  said  that 
cognition  came  "as  the  result  of  the  Lord 
awakening  a  human  soul".  In  this  case  the 
Helen  Keller  phenomenon  is  seen  to  be 
the  result  of  the  teaching  abilities  of  Ann 
Sullivan  and  the  favourable  social 
circumstances.  But  they  have  to  confess 
that  such  good  results  of  educating  the 
deaf-blind  from  early  childhood  (as  in  the 
Helen  Keller  case)  have  never  been 
repeated  in  world  practice  for  more  than  a 
hundred  years.  Together  with  other 


factors  these  facts  helped  us  to  consider 
critically  this  concept  of  the  artificial 
formation  of  psychology  of  the  deaf- 
blind,  in  spite  of  the  fact  that  it  is  more 
optimistic. 

Discussion  and  criticism  of  this  concept 
have  taken  place  at  one  of  the  meetings  of 
The  Philosophical  Society  of  the  USSR  in 
February  this  year.  During  this  meeting 
my  wife  Elvira  and  I  have  presented  a 
paper  on  this  subject.  Materials  of  this 
meeting,  in  which  experts  in  philosophy, 
psychology,  genetics  and  defectology 
have  participated,  will  be  published  later 
as  a  separate  edition.  My  paper  is 
published  already  in  two  magazines: 
Psychological  Magazine  and  Questions  of 
Psychology. 

Nowadays  we  are  engaged  in  the 
preparation  of  new  and  more  detailed 
registration  of  the  deaf-blind  for  the  sake 
of  better  research  in  the  field. 
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OLEG  T.  MOURAVJOF 

PROBLEMS  OF  SOCIAL 
ASSISTANCE  FOR  THE 
DEAF-BLIND  IN  THE  USSR 

It  is  well  known  that  deaf-blind  people 
need  constant  social  assistance. 

As  in  many  other  countries  deaf-blind 
people  in  the  USSR  meet  many  problems. 
But  thanks  to  the  national  social  welfare 
system  this  category  of  severely 
handicapped  people  has  an  access  to 
education,  vocational  training,  employ¬ 
ment  and  cultural  development. 

The  All  Russia  Association  of  the  Blind 
takes  care  of  finding  the  deaf-blind, 
registering  them  and  organizing  social 
work  with  them.  55%  of  the  deaf-blind  are 
over  50  years  old.  That  is  why  their  age 
has  to  be  considered  in  the  process  of 
work  with  them. 

Deaf-blind  people  meet  many  more 
problems  than  blind  people,  and  besides, 
these  problems  are  more  complicated.  In 
order  to  better  consider  specific 
peculiarities  of  deaf-blind  people's 
development  the  Presidium  of  the  Central 
Board  of  the  All  Russia  Association  of  the 
Blind  has  established  a  standing 
Committee  on  work  with  the  deaf-blind. 
The  Section  of  social  rehabilitation  of  the 
deaf-blind  was  established  as  well. 

Vocational  training  and  placement  of 
the  deaf-blind  is  paid  special  attention.  It 
is  not,  of  course,  the  question  of  finding 
additional  working  resources.  It  is  the 
question  of  providing  the  deaf-blind  with 


maximum  facilities  for  personal  confi¬ 
dence.  Work  for  a  personality  is  a 
recognized  vital  necessity.  A  strong  will 
of  the  deaf-blind  to  work  confirms  this 
idea.  The  All  Russia  Association  of  the 
Blind  practice  has  shown  that  deaf-blind 
people  do  not  need  a  simplified  and 
primitive  kind  of  work.  They  perform 
quite  successfully  the  same  productional 
operations  as  blind  people  do.  645  deaf- 
blind  are  employed  in  108  productional 
enterprises  run  by  the  All  Russia 
Association  of  the  Blind.  Most  of  them  are 
engaged  in  assembling  radio  and  electro¬ 
technical  units.  The  working  deaf-blind 
people  as  well  as  the  blind  get  their 
earnings  and  pensions.  They  do  not  pay 
an  income  tax;  their  working  day  is  one 
hour  less  than  a  standard;  their  paid 
holiday  lasts  for  24  working  days. 

To  organize  daily  living  of  the  deaf- 
blind,  helping  them  in  their  self  care  and 
indpendent  family  life,  which  is  in  great 
demand,  is  much  more  difficult. 

In  the  town  of  Sarapul  (Central  part  of 
the  country)  at  one  of  the  industrial 
enterprises  of  the  Association  of  the  Blind 
we  have  installed  a  specialized  produc¬ 
tional  Section,  where  35  deaf-blind  people 
are  employed  as  workers.  The  lonely 
deaf-blind  live  in  a  specially  equipped 
hostel;  families  stay  in  their  own  flats. 
They  have  a  small  club  for  social 
communication  and  leisure  activities.  In 
the  same  premises  there  is  a  basic 
rehabilitation  study.  In  the  club  deaf-blind 
people  can  improve  their  daily  living 
skills,  their  educational  level.  Among  the 
staff  of  the  club  there  are  teachers, 
interpreters,  social  and  cultural  workers. 
We  are  not  ready  yet  to  provide  all 
deaf-blind  people  with  such  facilities.  It  is 
one  of  our  goals  in  the  future. 

A  complex  of  severe  disabilities  and 
genetic  pathology  make  the  composition 
of  the  deaf-blind  population  different.  The 
deaf-blind  can  be  divided  into  three 
groups  according  to  the  severity  of  their 
disabilities: 

1.  Deaf-blind  people,  able  to  work,  look 
after  themselves  and  lead  an  indpendent 
life.  They  are  normally  employed  at  the 
enterprises  of  the  Association. 

2.  Deaf-blind  people,  able  to  perform 
productional  operations,  but  not  able  to 
look  after  themselves  or  to  look  after 
his/her  own  budget.  This  category  of  the 
deaf-blind  should  stay,  we  think,  in  social 
welfare  institutions,  be  served  by 
personnel  of  special  homes  for  the 
handicapped.  These  homes  have  to  take 
care  of  organizing  their  vocational 
training. 

3.  Deaf-blind  people,  who  are  not  able  to 
work  or  look  after  themselves.  They  have 
to  stay  only  in  special  social  welfare 
institutions.  In  such  cases  we  recommend 


that  they  have  to  live  in  small  groups,  and 
not  alone,  as  in  such  cases  they  may 
regress  very  quickly  and  communication 
with  them  will  become  impossible. 

Deaf-blind  people  communicate  in 
different  ways.  41%  of  the  registered 
deaf-blind  use  gesture  language;  53%  of 
them  use  tactile  methods  of  communica¬ 
tion;  6%  of  the  whole  number  of  the 
deaf-blind  are  dumb. 

Access  to  information  is  of  great 
importance  for  the  deaf-blind.  The  thing 
is,  that  deaf-blind  people  cannot  use 
"talking  books",  broadcasting  and  TV 
programmes,  theatres,  cinema.  They  are 
limited  in  communication  to  other  people. 
As  the  consequence  of  all  this  their 
knowledge  of  the  whole  world  is  limited 
as  well  as  the  vocabulary.  The  question 
arises:  How  to  compensate  for  this  deficit 
of  information?  It  influences  greatly  the 
educational  and  cultural  level  of  the 
deaf-blind. 

In  our  view  the  problem  of  access  to 
information  may  be  decided  in  the 
following  ways: 

1.  Establishment  of  small  educational 
groups. 


2.  Popularisation  of  Braille  among  the 
deaf-blind. 

Because  many  "gesture  language" 
lovers  among  the  deaf-blind,  due  to  their 
limited  vocabulary,  do  not  fully 
understand  the  sense  of  written  text  — the 
section  of  social  rehabilitation  of  the 
deaf-blind  started  to  adapt  texts  of 
information  materials  and  of  small  books 
for  the  deaf-blind  with  not  a  high 
educational  level  in  order  to  stimulate  the 
interest  in  reading. 

3.  Installation  of  modern  technical  aids. 

4.  Development  of  portable  aids  for 
deaf-blind  helping  them  in  their 
communication  with  people  in  the  streets, 
in  shops,  in  transport  etc. 

5.  Improvement  of  all  forms  of 
rehabilitation. 

One  of  our  common  goals  is  to  provide 
the  deaf-blind  with  such  facilities  and 
social  assistance  that  could  contribute  to 
their  confidence  and  allow  them  to  feel 
full  members  of  the  community. 
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